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 Having a child with Down syndrome (DS), a chromosomal abnormality causing lifelong 
intellectual disability, is an unexpected event that impacts the entire family. Children with DS 
and their families face a variety of challenges including cognitive, physical, developmental, and 
social challenges. It is well established that the social and cultural environment of the family has 
a critical influence on how families respond to the challenges associated with childhood chronic 
conditions; this relationship is described in Family Management Style Framework, which 
provided the theoretical basis for this dissertation. The purpose of this 3 paper dissertation is to 
explore the impact of the social and cultural context of the family on the family response to DS 
by comparing the experiences of families from two separate and distinct social and cultural 
environments: the United States and Ireland. Paper 1 (Chapter 2) is a scoping review of 
contextual influences on family life with DS which included 50 studies reporting on a contextual 
influence on the family response to DS. It was determined through this study that relatively few 
studies (n=4) have been conducted in recent years that are solely focused on examining 
contextual influences and their relationship to other child and family variables. Paper 2 (Chapter 
3) and Paper 3 (Chapter 4) are data-based papers that summarize the key findings 
of a qualitative secondary analysis of select data from a mixed-methods cross-cultural study of 
adaptation and resilience in families of individuals with DS. Semi-structured interviews of 
mothers of children with DS from the US and Ireland were analyzed using directed content 
analysis based on the Family Management Framework. Contextual influences examined 




professionals and systems, resources, societal views on DS, written materials and internet 
websites, presence of people with Down syndrome in the community, work, religion/spirituality, 
recreation and leisure. The main differences between US and Irish mothers found in this 
analysis were the lack of access to state-provided healthcare and educational services 
described by Irish mothers, and the resulting financial strain caused by having to pay for 
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CHAPTER 1: INTRODUCTION 
Background and Significance 
Having a child with Down syndrome (DS), a chromosomal abnormality causing lifelong 
intellectual disability, is an unexpected event that impacts the entire family. Challenges for 
families of children with DS during infancy include responses by family members and others to 
the diagnosis, feeding difficulties, sleep problems, and other medical comorbidities such as 
cardiac defects and thyroid problems (Barros da Silva, Barbieri-Figueiredo, & Van Riper, 2018; 
Bull, 2018; Bull, 2011; Cartwright & Boath, 2018; Dianmandopoulos & Green, 2018; Gabel & 
Kotel, 2018; Geok, Abdullah, & Kee, 2013; Goffinski et al., 2015; Marder, Tulloh, & Pascall, 
2015; Muggli, Collins, & Marraffa, 2009). Later during early childhood and the school years 
developmental challenges include physical, cognitive, language, and social challenges, as well 
as continued challenges related to sleep and feeding (Bull et al., 2011; Hoffmire, Magyar, 
Connolly, Fernandez, & van Wijngaarden, 2014; Horne, Wijayaratne, Nixon, & Walter, 2019; 
Næss, Nygaard, Ostad, Dolva, & Lyster, 2017; Pillay, Girdler, Collins, & Leonard, 2012; van Dijk 
& Lipke-Steenback, 2018; Van Gameren-Oosterom et al., 2013). During the adolescent and 
young adult years weight management, self-care, and emotional status are a concern, as well 
as ongoing challenges related co-occurring conditions such as thyroid disease, seizure 
disorders, cardiac conditions, and sleep apnea (Bertapelli, Pitetti, Agiovlasitis, & Guerra-Junior, 
2016; Bull et al., 2011; Capone et al., 2018; Magenis et al., 2018; Ross & Olsen, 2014; 
Samarkandy, Mohamed, Al-Hamdan, 2012). Families must make continual adjustments over 
time to accommodate the unique needs of the child with DS.  
Factors related to the social and cultural context of families are known to have a critical 




are defined as components of the social and cultural environment of the family that impact 
parents’ efforts to manage the condition; this definition is drawn from the Family Management 
Style Framework (FMSF) which was the guiding framework for this dissertation (Knafl, Deatrick, 
& Havill, 2012).  
Evidence suggests that the contextual influences in the FMSF (social networks, care 
providers and systems, and family resources) do influence the family response to having a child 
with DS. Social networks provide important support for families of children with DS, however 
families also face challenges related to the social network after the birth of a child with DS such 
as loss of friendships and strained relationships (Hsiao, 2014; Korkow-Moradi, Kim, & Springer, 
2017; Marchal, Maurice-Stam, Hatzmann, Paul Van Trotsenburg, & Grootenhuis, 2013; Mitchell, 
Hauser-Cram, & Crossman, 2015). Initially at the time of birth and diagnosis, healthcare 
providers play an important role in either helping or hindering families in adjusting to the birth of 
a child with DS (Docherty & Dimond, 2017; Goff et al., 2013; Goodwin et al., 2015; Sheets, 
Baty, Vazquez, Carey, & Hobson, 2012; Sooben, 2010). Families have also reported 
unsupportive characteristics of healthcare providers and systems that are problematic on an 
ongoing basis such as lack of coordination between providers, unmet healthcare needs, 
negative attitudes, and lack of DS expertise among providers (Bourke-Taylor, Pallant, Law, & 
Howie, 2012; Marshall, Tanner, Kozyr, & Kirby, 2015; McGrath et al., 2011; Minnes & Steiner, 
2009). Further, inadequate family resources (e.g. lack of financial resources or health 
insurance) is also a problem for families of children with DS (McGrath, Stransky, Cooley, & 
Moeschler, 2011; Mulroy, Robertson, Aiberti, Leonard, & Bower, 2008; Schieve, Boulet, Kogan, 
Van Naarden-Braun, & Boyle, 2011; Van Riper, 2007). 
Furthermore, there is evidence that other contextual influences not identified in the 
FMSF also impact the family response to DS. For instance, studies show that religion and 
spirituality impact the way in which mothers view the birth of their child with DS (Choi & Van 




Leonard, 2012; Sheets et al., 2012). There is also evidence that societal views on DS impact 
the family’s response (Choi & Van Riper, 2016; Kaye, Fiske, Bower, Newton, & Fenlon, 2005; 
Nelson Goff et al., 2016; Persons, 2017; Pillay et al., 2012; Sheets et al., 2012). These studies 
regarding the impact of the family’s social network, care providers, resources, religion, and 
societal views on DS provide that the external social and cultural environment of the family 
plays a critical role in both supporting and hindering family adaptation. 
Using the three-paper option, the overall purpose of this dissertation was to provide a 
thorough examination of contextual influences related to the family response to the ongoing 
challenges associated with having a child with DS. The knowledge gained through this 
dissertation sets the stage for interventions and clinical care to be tailored to the specific needs 
of families, helping them overcome challenges and unlock potential resources that would 
contribute to better functioning and quality of life for both the child with DS and the family.  
Guiding Conceptual Framework 
This dissertation was grounded in the FMSF, a model used for understanding how 
families incorporate the challenges associated with a chronic condition such as DS into 
everyday family life (Knafl et al., 2012) (see Figure 1.1). The FMSF also guided the 
development of the central research question for this dissertation: How does the social and 
cultural context of the family influence the way in which the family responds to the challenges 
associated with having a child with DS?  
The current version of the FMSF (Knafl, et al., 2012) is based on a review of research 
addressing family response to childhood chronic conditions. The authors described the three 
major components of family management (‘definition of the situation’, ‘management behaviors’, 
and ‘perceived consequences’), all of which influence both individual functioning and family 
functioning. Contextual influences, the focus of this dissertation, are components of the social 
and cultural context of the family that affect family management. Knafl et al (2012) identified 




resources) that helped or hindered family management (see Table 1.1 for a complete 
description of the contextual influences in the FMSF). The intent of this dissertation was to 
elaborate the categories of contextual influences previously identified, and provide deeper 
insight on the relationship between contextual influences and family management. 
Prepared Manuscripts 
This dissertation followed the manuscript format, and produced three substantively 
related, publishable manuscripts. All three papers addressed the central question: How does the 
social and cultural context of the family influence the way in which the family responds to the 
challenges associated with having a child with DS? Chapter 1 of this dissertation is an 
introduction and overview of the project. 
Paper 1 (Chapter 2) is a scoping review of contextual influences on family life with DS. 
The purpose of this paper was to map the literature addressing the influence of contextual 
factors on the family response to DS with regard to the overall study aims, the underlying 
conceptual framework used in the study, sample characteristics, contextual factors studied, and 
associated measures.  
Paper 2 (Chapter 3) and Paper 3 (Chapter 4) are data-based papers that summarize the 
key findings of a secondary analysis of select data from a mixed-methods cross-cultural study of 
adaptation and resilience in families of individuals with DS (Caples et al., 2018; Van Riper, M., 
Knafl, G., Duarte E.D., & Choi, 2016; Van Riper, Knafl, & Knafl, 2018; Van Riper, Knafl, 
Roscigno, & Knafl, 2018). The primary study had a mixed methods sequential design with 
quantitative data from over 3000 parents from more than 50 countries and qualitative interviews 
from a sample subset of 20 parents from Ireland and 40 parents from the US. For this 
dissertation, contextual influences on family management of the challenges related to DS were 
examined by analyzing interview data for 36 mothers living in two countries purposely selected 
to represent distinct social and cultural contexts: 18 mothers from the United States (U.S.) and 




Management Measure (FaMM) was analyzed for a total of 631 mothers, 536 from the U.S. and 
95 from Ireland (Caples et al., 2018, Van Riper, Knafl, Roscigno, & Knafl, 2018) in order to 
determine if there are differences between the two countries in terms of family management. 
 Paper 2 (Chapter 3) is an analysis of qualitative data from interviews of 36 mothers (18 
US, 18 Irish) on the contextual influences identified in the FMSF (social networks, care 
providers and systems, and family resources). The three aims of this analysis were: 1) Describe 
US and Irish mothers’ perceptions of contextual influences on family management of the 
ongoing challenges associated with DS as reported in qualitative interviews; 2) Identify 
differences between the contextual influences on family management in the United States and 
Ireland; and 3) Confirm whether the contextual influences identified in the FMSF are relevant for 
families of children with DS. Quantitative FaMM data for the entire US and Irish sample included 
in the primary study (536 US, 95 Irish) were analyzed to provide a fuller description of family 
management of DS.  
Paper 3 (Chapter 4) is an analysis of qualitative data from interviews of 36 mothers (18 
US, 18 Irish) on inductively derived contextual influences (i.e., those not addressed in the 
FMSF). The two aims of this analysis were: 1) Identify and describe US and Irish mothers’ 
perceptions of additional contextual influences (not described in the FMSF) on family 
management of the ongoing challenges associated with DS as reported in qualitative interviews; 
2) Identify differences in the frequency and nature of the identified contextual influences on 
family management reported by mothers in the United States and Ireland. No quantitative data 
was analyzed for this paper. 
Chapter 5 is a discussion that synthesizes the results of these three analyses, and their 































Table 1.1 Definitions of Contextual influences on Family management (Knafl et al., 2012)  
Contextual 
influence 
Definition (Knafl et al., 2012) 
Example of positive impact 
on family management 
Example of negative impact 
family on management 
Social 
network 
The importance of others in the 
family’s social network (including 
extended family, friends, and 
society) in supporting or hindering 
the family response a childhood 
chronic condition. 
Individuals in family’s social 
network provide emotional 
and instrumental support 
following diagnosis of child’s 
chronic condition 
People outside of immediate 
family devalue individuals who 






The importance of care providers 
and systems (e.g. healthcare, 
education, social service 
professionals and systems) in 
supporting or hindering the family 
response a childhood chronic 
condition.  
Nurses provide psychosocial 
support and relevant 
information  
Nurses are not compassionate 
or do not listen to parent 
concerns when providing care 
at time of diagnosis or during a 
hospitalization 
Resources The importance of resources, (e.g., 
financial resources and adequate 
health care coverage) in supporting 
or hindering the family response a 
childhood chronic condition. 
Insurance provides families 
with access to services, and 
families have flexibility to 
choose options that work best 
for their family 
Lack of healthcare coverage 
restricts the options that 
families have for treatment or 
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CHAPTER 2: A SCOPING REVIEW OF CONTEXTUAL INFLUENCES ON FAMILY LIFE 
WITH DOWN SYNDROME 
 
Introduction 
Down syndrome (DS) is the most common genetic cause of intellectual disability, and 
the estimated incidence of DS in the United States is one in 691 births (Parker et al., 2010). 
Individuals with DS face multiple developmental, physical, cognitive and behavioral challenges 
across the lifespan (Bull, 2011; Grieco, Pulsifer, Seligsohn, Skotko, & Schwartz, 2015). These 
challenges require families to make special efforts to accommodate the needs of the person 
with DS, which at times causes stress in the family (Buelow et al., 2006; Norizan & Shamsuddin, 
2010). Some families adapt well to managing these challenges, however others struggle to 
adapt (Skotko, Levine, Macklin, & Goldstein, 2016; Truitt, Biesecker, Capone, Bailey, & Erby, 
2012).  
Prior research has indicated that a significant influence on the family’s ability to manage 
the challenges associated with a childhood chronic condition is the social and cultural context of 
the family (Knafl et al., 2012). According to the Family Management Style Framework (FMSF) 
(see Figure 2.1), contextual influences are factors outside the immediate family that contribute 
in a positive or negative manner to the family response to a chronic condition. Contextual 
influences can produce additional challenges for families, thus hindering the family’s ability to 
manage the condition, or conversely they may serve as protective factors that support family 
management. For instance, a negative contextual influence is parents’ perception that they are 
unsupported or inadequately helped by healthcare professionals (Esdaile, 2009). On the other 
hand, healthcare professionals can also be a positive influence on the family response to a 




support, and advocacy (Grineski, 2008). Through an integrative review of research on family 
management of childhood chronic physical conditions, Knafl et al. (2012) identified three groups 
of contextual factors that contribute to family response to a chronic condition: social networks 
(including extended family, friends, and society), care providers and systems (including 
healthcare, education, and social service professionals and systems), and family resources 
(including financial resources and adequate health care coverage).  
The underlying assumption guiding this scoping review was that contextual influences 
play a critical role in determining family response to the challenges associated with DS. 
Therefore, the purpose of this scoping review was to identify the following: (1) contextual 
influences on family response to DS over the lifespan of the individual with DS and (2) 
characteristics of studies addressing the relationship between contextual influence and family 
response.  By aggregating these data, our goal was to describe the nature and focus of current 
research on contextual influences on the family response to DS, identify gaps in the literature, 
and make recommendations for future studies. 
Knowledge of contextual influences on family response to health-related challenges 
such as DS is a critical area for developing interventions to support family management of these 
challenges. Because the social and cultural environmental context of the family itself is often not 
modifiable, interventions aimed at strengthening the family’s capacity to effectively use 
resources that support family management are needed.  Understanding contextual influences 
will further healthcare professionals’ ability to develop such interventions, and ultimately to 
partner with families to ameliorate factors that are challenges and strengthen factors that are 
potential family resources. 
                                            Design and Methods 
Consistent with the study aims, a scoping review was undertaken to identify studies 
reporting results relevant to contextual factors influencing family response to DS (Arskey & 




synthesis: identifying the research question, identifying relevant studies, study selection, 
charting the data, and collating, summarizing, and reporting the results (Arskey & O’Malley, 
2005).  
Identifying relevant studies 
Research reports were included in the review if they met the following criteria: reported 
data on a contextual influence on family life with DS, published between January 2007 and 
December 2017 in an English language journal, and peer reviewed. In keeping with the 
definition of ‘contextual influence’ from the FMSF, a contextual influence was defined as a factor 
external to the family that either positively or negatively impacts the family response to DS. The 
date range was chosen in order to encompass the recent literature on families of children with 
DS. Studies in which the investigators sampled multiple conditions including DS were included if 
the results for individuals with DS were reported separately from other conditions. No age limit 
was placed on the person with DS because one of the purposes for this review was to produce 
an encompassing list of contextual influences on the family response to the challenges 
associated with DS for families in which the age of the child with DS varied. Studies focused 
exclusively on the prenatal period were excluded because the challenges that families face 
prenatally are distinctly different in nature from those faced by families post-natally, such as 
whether or not to terminate the pregnancy. Finally, studies in which data on contextual 
influences were collected solely in a demographic questionnaire in order to describe the sample 
were excluded.  
With guidance from a university health sciences librarian, four literature indexes were 
searched for research reports on the family response to the challenges associated with DS: 
PubMed, CINAHL, PsycInfo, and Family and Society Studies Worldwide. The following search 
terms were used: (Adapt* OR cope OR coping OR “well-being” OR resilien* OR adjust* OR 
“quality of life” OR QOL OR impact* OR stress* OR “family function” OR “family functioning”) 




OR “trisomy 21” OR “chromosome 21”) AND (family OR families OR father* OR mother* OR 
parent OR parents OR parental OR sibling* OR brother* OR sister* OR caregiv* OR “care giver” 
OR caretaker OR “care taker”). Search terms were truncated for maximum results.  
Study selection 
Two authors (AV, LF) independently reviewed titles and abstracts to determine potential 
eligibility of the articles based on inclusion-exclusion criteria. The full text of all potentially 
eligible articles was obtained for further review.  The same two team members reviewed the full 
text articles for eligibility, and disagreements were discussed until consensus was reached 
regarding the inclusion or exclusion of the article in the final sample. The reason(s) for excluding 
articles was documented. Figure 2.2 shows the scoping review process and reasons for 
excluding studies during the study selection phase.   
Charting the Data 
The process of charting the data involved extracting key information in order to produce 
a narrative summary of each study and further comparison across studies (Arskey & O’Malley, 
2005). The following data were recorded for each study in a ‘data charting form’ created in 
Microsoft Excel: author/title, year of publication, geographic location, research purpose/aims, 
research design, conceptual framework, age of individual with DS, family members included in 
study, measures used, and contextual influences studied. The first author completed all 
extractions. As a check on the accuracy and completeness of the extractions, two other authors 
(MVR or KK) reviewed all extractions, and final edits in the extractions were made based on 
their input. Any disagreements were resolved through discussion to achieve consensus. 
Collating and summarizing the results 
In keeping with the Arskey and O’Malley methodology, data analysis entailed comparing 
across articles for each data extraction category (e.g., aims, design, contextual factors address) 
(Arskey & O’Malley, 2005). Conventional content analysis was used to identify themes 




focal areas as well as gaps in the research. Contextual influences were coded using start-list 
categories based on the FMSF conceptual framework. Two modifications were made to the 
FMSF conceptual framework categories for the purpose of this scoping review. The FMSF 
category care providers and systems encompasses both health care professionals/systems and 
education professionals/systems. In the current analysis these two contextual influences were 
coded separately to highlight differences between how health care and social services 
professionals and systems have been examined versus how education professionals and 
systems have been examined. Secondly, the FMSF category social networks includes social 
influences at the societal level, however in the current analysis, social influences at the societal 
level were coded separately from social influences on a more personal level (i.e. extended 
family, friends). In addition, four contextual influences identified by the first author (AV) in an 
analysis of qualitative data from families of children with DS were included: community supports, 
religion and spirituality, work, and family recreation and leisure (Table 2.1 includes the 
definitions for all contextual influence codes). Each contextual influence was coded as it was 
identified in reviewing the article. In order to assess the variability of ages included in each 
study, five age brackets were defined based on periods which mark usual educational and 
developmental transitions for individuals with DS: 1) Infancy and early childhood (Birth to 3 
years), 2) Preschool age (4 years – 6 years), 3) School age (7 years – 12 years), 4) Teenage 
(13 years – 19 years), 5) Adult (20 years and older). Then each study was evaluated to 
determine how many age brackets were spanned by the sample. Additionally, criteria developed 
by Knafl, et al. (Knafl, Leeman, Havill, Crandell, & Sandelowski, 2015) for categorizing the level 
of family focus in a study were adapted to categorize the extent to which the report focused on 
contextual influences. Studies were categorized as fully, partially, or minimally focused on 
contextual influences based on their purpose statement and/or study aims. Full focus studies 
were those in which the primary aim of the study was to examine contextual influences. Partial 




examined, and/or some, but not all aims, addressed contextual influences. Minimal focus 
studies were those in which contextual influences were not reflected in the purpose/aims (only 
in the measures), but reported in the analysis. 
Results 
Fifty research reports met the criteria for this scoping review and were included in the 
analysis, 25 of which were based on a quantitative design, 6 on a mixed-methods design, and 
19 on a qualitative design (see Table 2.2). Forty-nine of the studies were cross-sectional, and 1 
study had a longitudinal design. Most of the qualitative studies were descriptive, with the 
exception of 2 grounded theory studies and 5 phenomenological studies. Thirty-two (64%) of the 
studies described family perceptions of contextual influences, while 18 (36%) measured the 
relationship between contextual influences and the family response. Fifteen studies used a 
comparison group, with the number of comparison groups ranging from 1 to 5. Comparison 
groups included typically developing individuals (n=4), individuals with chronic physical 
conditions (n=4), intellectual disability (n=4), autism (n=4), Fragile X syndrome (n=2), Rhett 
syndrome (n=2), DiGeorge syndrome (n=1), Williams syndrome (n=1), tuberous sclerosis (n=1), 
Prader–Willi syndrome (n=1), Cerebral palsy (n=1), and undifferentiated developmental 
disabilities (n=1). The included studies were also globally diverse: 15 were conducted in North 
America (13 in the U.S., 1 in Canada, and 1 across U.S. and Canada), 3 in South America (1 in 
Ecuador, 2 in Brazil), 9 in Europe (4 in the U.K., 2 in Italy, 2 in Netherlands, 1 in Poland), 1 in 
Africa (Nigeria), 4 in West Asia (1 in Pakistan, 2 in India, 1 in Turkey), 8 in East Asia (2 in Korea, 
1 in Thailand, 3 in Taiwan, 2 in Malaysia), and 8 in Australia. One web-based study recruited 
internationally (see Figure 2.3). 
In most of the studies the sample included families with a broad age range of individuals 
with DS. Six studies spanned all 5 age categories, and thus contained the most age variability. 
Eight studies spanned 4 age categories, 11 studies spanned 3 categories, and 8 studies 




the most focused on specific age-related challenges. The age ranges were represented 
relatively evenly across the studies, with adults being the least commonly studied.  Twenty-three 
studies included infancy and early childhood, 29 studies included preschool age, 26 included 
school age, 25 included teenagers, and 15 included adults (see Figure 2.4).  
The participants in the studies represented diverse family member perspectives, 
although mothers were the most common participants across the studies. Ten studies included 
mothers only; in contrast two studies included fathers only and one study included siblings only. 
Twenty-one studies included one family member (mother, father, or sibling); many of those 
studies did not report the breakdown of participants by family member, however those that did 
all had more mother participants than either fathers or siblings. Thirteen studies included 
multiple family members, but only required one person to participate for inclusion in the sample; 
more mothers participated than either fathers or siblings in all but three of those studies. Finally, 
in three studies an inclusion criterion was participation of both mothers and fathers. 
The majority (n= 30, 60%) of the studies were grounded in a conceptual framework, 
philosophical approach, practice guidelines, or guiding concept. The 12 theoretically grounded 
studies were based on varied frameworks, with seven based on a stress and coping framework 
such as the The Resiliency Model of Family Stress, Adjustment, and Adaptation (McCubbin, 
McCubbin, & Thompson, 1996), and the Lazarus and Folkman stress-coping model (Lazarus & 
Folkman, 1984). Other frameworks included the Theory of Ambiguous Loss (Boss, 1999), 
Fewell’s theoretical conceptualization of spirituality and organized religion (Fewell & Vadasy, 
1986), and the Life Course Model (Fine & Kotelchuck, 2010). Eight of the 12 theoretically 
grounded studies explicitly described the positioning and role of contextual influences within the 
guiding theory, while the other four studies did not define contextual influences or make the 
relationship between contextual influences and other theory constructs clear.  An additional 6 
studies were guided by a philosophical approach (phenomenology, symbolic interaction), and 




and Health (ICF) framework (World Health Organization, 2001) and the American Academy of 
Pediatrics medical home model (Medical Home Initiatives for Children With Special Needs 
Project Advisory Committee. American Academy of Pediatrics, 2002). Eight studies cited a 
guiding concept such as quality of life, Down syndrome advantage, or blame ascription. Finally, 
20 (40%) studies did not cite any conceptual grounding.   
The contextual influences included by Knafl et al (2012) in the FMSF (social networks, 
care providers and systems, and family resources) were examined in the studies included in this 
review. Family resources were explored in 22 studies (44%), social network in 24 studies (48%), 
healthcare and social service providers and systems in 23 studies (46%), and education 
professionals and systems in 12 studies (24%). The four additional contextual influences were 
also present: community supports were examined in 9 studies (18%), religion and spirituality in 
3 studies (6%), work in 3 studies (6%), and family recreation and leisure in 1 study (2%).  
Consistent with the variety of research designs represented in the sample, a variety of 
measurement methods were used to collect data regarding contextual influences. Contextual 
influences were examined using psychometrically validated measures, subscales of validated 
measures, items from investigator-developed quantitative surveys, and questions on qualitative 
interview guides. Several of the measures assessed multiple contextual influences. For 
instance, the Transition Experiences Survey assessed both community supports and education 
professionals and systems, and the disability-related services subscale of the Family Quality of 
Life Survey assessed community supports, healthcare and social service professionals and 
systems, and education professionals and systems. Other measures and subscales assessed a 
single contextual influence, such as the extended family support subscale of the Family 
Inventory of Resources for Management. See Table 2.3 for specific measurement methods 
used to examine each contextual influence. 
A notable finding regarding measurement was the large number of quantitative and 




examine contextual influences. Out of a total of 31 quantitative and mixed methods studies, 
investigator-developed, unvalidated measures or items were used in 14 studies (47%). 
Validated measures only were used in 7 studies (23%), and in 9 studies (30%) a combination of 
validated and unvalidated measures were used (see Table 2.4). 
Only 4 studies were classified as being fully focused on contextual influences. 
Contextual influences explored in these studies included: healthcare and social service 
professionals and systems (n=3), education professionals and systems (n=2), family resources 
(n=1), and social network (n=1). For example, the purpose of Marshall et al.’s (2015) study was 
to “better understand services and supports most needed and accessed by families of children 
birth to age 3 who have DS, and to identify gaps and barriers to accessing these services." The 
“services” examined in this qualitative study were healthcare, social service, and education 
services, and the “supports” examined were social supports. Therefore, this descriptive study 
examined three contextual influences: healthcare and social service professionals and systems, 
education professionals and systems, and social network. The majority of the studies (n=28) 
were classified as having a partial focus on contextual influences, with examination of 
contextual influences being one of the study aims. The partial focus studies examined 
healthcare and social service professionals and systems (n=13), education professionals and 
systems (n=7), family resources (n=7), social network (n=5), community support (n= 2), religion 
and spirituality (n=1), and contextual influences- not specified (n=2) in addition to other aims not 
directly focused on contextual influences. For example, Pillay et al. (2012) stated that the 
purpose of their qualitative study was to "describe qualitatively the experience of parenting for 
mothers of a child with Down syndrome and to explore what if any was the role of spirituality 
and organized religion in this experience." This study was classified as ‘partial focus’ because 
contextual influences were explicitly mentioned as a part of the purpose but were not the sole 
focus of the study. Finally, 18 studies were classified as minimally focused on contextual 




of the included study by Choi et al (2015) was to examine “the factors related to resilience of 
families of children with DS in Korea. More specifically, this study examined theoretical 
relationships between family adaptation and risk and protective factors." Contextual influences 
were not explicitly addressed in the purpose statement, however there were several items on 
the survey addressing ‘societal views on disability.’  
Demographic data that provided information about contextual influences was collected in 
the majority of studies included in this review (n=40, 80%), although in most cases these data 
were collected in order to describe the sample and were not included in the analysis. Most 
frequently used demographic items were those that described ‘family resources: family income 
(n= 15), employment status (n=16), economic status (n=8), and insurance status (n=2).  
Additional items on demographic surveys described the family’s ‘social network:’ membership in 
support group (n= 3) and primary source of daily social support (n=1).  
Discussion 
The results of this systematic scoping review of the literature on contextual influences on 
the family response to DS indicate that although contextual influences have been examined in 
fifty studies over the last decade, relatively few of those studies were solely focused on 
exploring contextual influences. Furthermore, contextual influences have been examined using 
a variety of different methods and measures, and in a variety of countries across the globe. 
Almost all of the studies used a cross sectional design, indicating the need for future longitudinal 
studies to examine how contextual influences impact the family differently across the lifespan of 
the individual with DS. Indeed, there may be critical time periods in which particular contextual 
influences have a greater impact on the family, such as at the time of diagnosis or during 
periods of transition. The large number of qualitative studies in this sample indicates that there 
is considerable data from family members describing contextual influences. In some cases, 
parents were asked about specific contextual influences, but in other cases parents were asked 




response. Those influences that parents spontaneously introduce in response to non-specific 
questions may be the influences family members believe are the most important. The same is 
true for the quantitative studies in the sample: different contextual variables were examined in 
the different studies, and furthermore there was great variability in the measures that were used. 
The studies included in this review were globally diverse, representing 17 countries 
across 6 continents. Contextual influences differ in important ways from country to country. For 
instance, early intervention (EI) programs, which have been shown to improve outcomes for 
children with DS, are available in some countries, such as the United States and European 
countries, but not in others (Mahoney, Perales, Wiggers, & Herman, 2006). Families residing in 
countries that do not offer EI or where EI is not accessible face different and perhaps more 
difficult challenges than families residing in countries that do. Studies investigating the impact of 
contextual influences in different settings are needed in order to develop interventions that are 
tailored to the populations in those settings. On the other hand, examining contextual influences 
across countries is useful because it helps distinguish contextual influences that are common to 
all families of children with DS from those that are country specific.  For instance, healthcare 
providers and systems were investigated in 12 countries and one international study, indicating 
that this contextual influence is an area of research interest across countries.  
Most of the studies included in this review included families of individuals with DS across 
a broad age range and relatively few focused on specific developmental time periods or 
specifically addressed the variable influence of contextual factors over time. Families face 
different challenges throughout the lifespan of the individual with DS, and therefore the 
contextual influences that have the greatest impact on the family are likely to shift over time. 
Future studies are needed to identify which contextual influences are most critical during 
different developmental time periods in order to create interventions that address the greatest 
areas of need at any given time period.  




relatively underrepresented. A large percentage of the studies (40%) included fathers, which is 
promising because family researchers have been criticized for not including fathers in their 
samples (Davison, Charles, Khandpur, & Nelson, 2017). Mothers and fathers have different 
responses to having a child with DS, and it is therefore important to determine how contextual 
influences may play a role in these differences (Takataya, Yamazaki, & Mizuno, 2016).   The 
fact that so many studies included fathers is a strength of the literature on contextual influences 
on the family response to DS because it contributes to a more complete understanding of how 
contextual influences are perceived by and influence different family members. It should be 
noted, however, that in many of the studies the investigators failed to report the number of 
mothers versus fathers who participated and did not differentiate their perceptions of contextual 
influences.  The absence of sibling representation in the studies is notable because there is 
evidence that contextual influences play an important role in adaption to having a sibling with 
DS. An integrative review of the literature on siblings of children with DS indicated that social 
support from outside the family had a positive influence on sibling adaptation and well-being 
(Hyunkyung Choi & Van Riper, 2013). Focusing future studies on contextual influences on 
siblings would provide a more complete and accurate picture of how contextual influences 
impact all family members. Further, it would be interesting to investigate whether multiple 
members from the same family identify the same contextual influences. 
 Although the majority of the studies were grounded in a conceptual framework, 
philosophical approach, practice guidelines, or guiding concept, it is a weakness that only 12 out 
of the 50 studies were grounded in a well-developed conceptual framework. A further weakness 
is that 4 of the 12 that were grounded in a conceptual framework did not adequately define 
contextual influences in the report, and did not describe the theoretical relationships between 
contextual influences and other theory constructs. Future studies should be grounded in a 
framework with an explicit conceptualization of contextual influences. This is especially 




influences. Many frameworks include contextual influences, however they may be 
conceptualized differently than they are in the FMSF. For instance, the Resiliency Model of 
Family Stress, Adjustment and Adaptation does not conceptually distinguish between external 
and internal contextual factors influencing family response (McCubbin et al., 1996). In this 
model, factors external to the family are classified as either a ‘family resource’ or ‘family 
demand’. ‘Family resources’ include not only resources external to the family, such as 
community support, but also resources internal to the family, such as family member 
capabilities. ‘Family demands’ include anything that adds to the family’s vulnerability. Useful 
data on contextual influences can still be gleaned from studies based on this framework, 
however investigators specifically seeking to explore the nature of contextual influences or 
determine the relative impact of contextual influences on the family response should choose a 
framework that conceptually distinguishes internal and external family factors.  
All contextual influences identified by Knafl et al (2012) and included in the FMSF were 
present in the included studies, and the four additional contextual influences were also present 
in the studies (community supports, religion and spirituality, work, and family recreation and 
leisure). There was great variability in terms of which contextual influences were examined, 
which would make it difficult to compare results across studies. Further, a variety of different 
measures were used in the studies to gather data regarding contextual influences. Although 
many studies used psychometrically validated measures, it would be difficult to compare results 
across studies because of the heterogeneity of the measures used. Furthermore, some of the 
measures included items that measured several contextual influences. In other words, the 
measures did not delineate between the contextual influence categories defined in this study, as 
was the case in the Transition Experiences Survey that assessed both community supports and 
education professionals and systems. The Transition Experiences survey is therefore helpful for 
looking broadly at external supports for family transition periods, however it is not able to 




The use of investigator-created measures and items was common, and this is a weakness of 
the included studies. Measures that assess the contextual influences separately are needed for 
future studies aimed at comparing the relative influence of different contextual influences on the 
family response.   
Relatively few studies were fully focused on examining contextual influences according 
to the purpose and aims. Of the 4 that were fully focused on contextual influences, only one 
study measured the relationship between contextual influences and the family response and the 
rest were descriptive. The one study that was fully focused on measuring a relationship between 
contextual influences and the family response investigated the effect of early intervention 
programs on family outcomes (Mohammed Nawi, Ismail, & Abdullah, 2013). Further, all of the 
studies fully focused on contextual influences examined one or two specific contextual 
influences (healthcare and social service professionals and systems, education professionals 
and systems, or family resources) as opposed to broadly examining contextual influences. 
There was no study in which the purpose was to comprehensively examine contextual 
influences on the family response to DS. Therefore, studies specifically aimed at examining the 
nature and overall impact of contextual influences are needed. Additionally, given that only 18 
studies were found that measured the relationship between contextual influences and various 
indicators of family response, studies comparing the relative influence of different contextual 
influences on the family response to DS are needed to understand which aspects of the family 
environment have a critical impact on the family’s ability to adapt to and manage the challenges 
associated with DS.  
Data on contextual influences was collected in demographic surveys in a large number of 
the studies included in this review. However, in most cases that data was used to describe the 
sample and was not used in the analysis. This represents a missed opportunity to use this data 






The results of this systematic scoping review of the literature on contextual influences on the 
family response to DS reveal that there is much work to be done in terms of identifying the 
contextual influences that have the most powerful impact on families. Although 50 studies over 
the last decade have examined contextual influences, most of those studies were not fully 
focused on contextual influences. Further, there was no study that sought to compare the 
relative influence of contextual influences (i.e., to determine which influences had the greatest 
impact – either positive or negative- on the family), or to create a comprehensive list of 
contextual influences. This study provides a comprehensive list of contextual influences that 
have been examined, and a list of associated measures. Future studies should be aimed at 
identifying significant contextual influences and exploring which contextual influences have the 
greatest impact on the family throughout different stages of the lifespan of the individual with 
DS. This information would allow for the creation of interventions targeted at families and 
healthcare professionals that would help families mitigate consequences of negative contextual 











Table 2.1 Contextual influence code definitions 
Contextual influence Definition  
(changes to FMSF definitions are italicized) 
Resources FMSF definition: The influence of 
financial resources and adequate health 
care coverage on the family response to 
a childhood chronic condition 
Revised definition: The influence of 
financial resources and adequate health 
care coverage on the family response to 
the challenges associated with DS 
Social network FMSF definition: The influence of the 
social network and others’ response to 
the child and family on the family 
response to a childhood chronic condition 
(includes extended family, friends, and 
society)   
Revised definition: The influence of the 
social network and others’ response to 
the individual with DS and family on the 
family response to the challenges 
associated with DS (includes extended 
family, friends, and support 
groups/organizations; does NOT include 
society) 
Societal views and values  
 
(grouped with ‘Social network’ in 
the FMSF) 
FMSF definition: The influence of the 
social network and others’ response to 
the child and family on the family 
response to a childhood chronic condition 
(includes extended family, friends, and 
society) 
Revised definition: The influence of the 
views and values expressed in society, 
particularly those regarding individuals 
with disabilities, on the family response to 
the challenges associated with DS  
Health care and social service 
professionals and systems  
 
(grouped with Education 
professionals and systems in the 
FMSF) 
FMSF definition: The influence of health 
care, education, and social service 
professionals and systems on the family 
response to a childhood chronic condition 




health care and social service 
professionals and systems on the family 
response to the challenges associated 
with DS (does not include education 
professionals and systems) 
 
Education professionals and 
systems  
 
(grouped with Health care and 
social service professionals and 
systems in the FMSF) 
 
FMSF definition: The influence of health 
care, education, and social service 
professionals and systems on the family 
response to a childhood chronic condition 
Revised definition: The influence of 
education professionals and systems on 
the family response to the challenges 
associated with DS (does not include 
health care/social service professionals 
and systems) 
 
Education professionals and systems 
includes school-related extra-curricular 
activities such as sports and clubs  
 
Community supports The influence of community 
characteristics and programs on the 
family response to the challenges 
associated with DS  
 
Community supports include aspects of 
the community that affect the general 
population and thus impact families and 
individuals with DS as well (i.e. access to 
transportation, rural vs. urban location) 
and programs in the community geared 
specifically towards individuals with 
disability that are appropriate for families 
and individuals with DS (i.e. vocational 
training programs, adapted/inclusive 
recreational activities) 
Religion and spirituality 
 
The influence of religion and spirituality 
on the family response to the challenges 
associated with DS  
 
Religion and spirituality includes 
religious/spiritual beliefs/teachings 
shared by the community, social support 
offered by religious/spiritual community, 
practices and rituals common to the 
religious/spiritual community, and 




the religious community 
Work The influence of work on the family 
response to the challenges associated 
with DS  
 
Family leisure/recreation The influence of family leisure and 
recreation on the family response to the 
challenges associated with DS  
 
Contextual influences – not 
specified  
This code will be applied when: 
Investigator states in purpose/aim intent 
to investigate the social, cultural, or 
environmental context of the family 
without further specification 
OR 
Interview guide/measure collects data on 
social, cultural, or environmental context 










































N = # of Families;  
N= # of Family 
Members  
(DS sample only) 
Age of person with 
DS (Range; Mean) 
(DS sample only) 






none  N= 31 families;  
N= 15 male family 
members, N= 16 
female family 
members 
Range: 1 – 40 years 
(mean not reported) 
Resources, social network, 
healthcare and social service 










in person with DS 
N=13 families; N= 7 
mothers, N= 6 
fathers 
Range: 7 – 27 years 
Mean: 17.83 years 







N= 18 families; N=16 
mothers, N=4 fathers 
Range: 2 –17 years 
Mean: 9.9 years 
Social network, community support, 









Ambiguous Loss  
N= 50 families; N= 
50 fathers 
Range: 2 months – 
25 years 
(mean not reported) 







none  N= 518 families; N= 
518 family members 
or caregivers  
Range: 0 – 64 years 
(mean not reported)  
Healthcare and social service 
professionals and systems, 
education professionals and 
systems, community supports, 









none  N= 68 families; N= 
68 “caregivers” (96% 
of which were 
mothers) 
(range not reported)  
Mean: 23.3 years 
Education professionals and 







none  N= 3 families; 
multiple members 
from each family 
participated 
Range: 47 – 62 
years 
Mean: 53 years 
Healthcare and social service 











data drawn from 
a larger 
longitudinal study 
none  N= 34 families, N= 
34 family members 
(mothers, fathers, 
and siblings)  
Range: 40 years 
Mean: 40 years 
Social network, healthcare and 
social service professionals and 











N= 126 families of 
individuals with DS; 
N= 117 mothers, N= 
9 fathers 
(range not reported)  
Mean: 5.4 years 
Societal views on disability,  
healthcare and social service 
professionals and systems, 







of Family Stress, 
Adjustment and 
Adaptation 
N= 105 families; N= 
105 mothers 
Range: 1 – 21 years 
Mean: 12.88 years 









ABC-X Model N= 12 families; N= 
24 parents 
not reported 













N= 7 families; N= 7 
fathers  
Range: 2 – 7 years 
Mean: 4 years 
Healthcare and social service 








none specified N= 100 families; N= 




















N= 7 families, N= 7 
mothers  
Range: 19 – 27 
years 
Mean: 21 years 
Contextual influences - not 
specified, healthcare and social 
service professionals and systems, 







none  N= 150 families of 
individuals  
Range: 17 – 31 
years   
Mean 22.9 years 
Education professionals and 
systems, community support, Social 

















quality of life 
N= 161 families; N= 
161 mothers  
Range: 1 – 18 years 
Mean: 9.3 years 
Social network, contextual 







none N= 83 families; N=80 
mothers, N= 75 
fathers  
Range: 4 – 17 years 
Mean: 10.50 years 







of Family Stress, 
Adjustment and 
Adaptation 
N= 83 families; N=75 
fathers, N=80 
mothers 
Range: 4 – 17 years 







none N= 8 families; N= 8 
parents  
Range: <2 years – 
16 years 
(mean not reported) 
Healthcare and social service 





















N= 5 families; N= 5 
mothers 
Range: 3 – 52 years 
(mean not reported) 
Healthcare and social service 









N= 10 families, N= 
10 mothers 
Range: 6 – 10 years  









N= 7 families, N= 7 
brothers  
Range: 30 – 48 
years 
Mean: 39.14 years 






none specified N= 190 families (range/mean not 
reported for DS 
sample)  
Education professionals and 











related quality of 
life 
N= 98 families, N=84 
mothers, N=14 
fathers 
Range: 6.0 – 8.4 
years 
Mean: 7.1 years 
Resources, social network, work,  









N= 395 families, N= 
395 parents or 
guardians 
Households were 
screened for children 
<18 years old 
Healthcare and social service 


















none  N= 6 families, N= 4 
mothers, N= 2 
fathers                                     
Range: 12 – 47 
years Mean: 32 
years
Healthcare and social service 
















Mean: 3 years 
Range: 3 years  














N= 125 families, N= 




Resources, social networks, 









model of stress 
and coping 
N= 18 families, N= 
18 mothers, N=7 
fathers 
Range 1 – 4 years 
(mean not reported) 








none N= 186 families Range: 5.7 – 17.6 
years 
Mean: 11.4 years 











N= 50 families; N=50 
mothers, N= 46 
fathers  
 
Range: 2 months – 
12 years 
Mean: 35.2 years  
Healthcare and social service 







data drawn from 
a larger study 
Resiliency Model 
of Family Stress, 
Adjustment, and 
Adaptation 
N= 76 families, N= 
76 mothers  
(range not reported) 
Mean: 7.5 years 































N= 161 families; N= 
146 mothers, N= 15 
fathers 
 
(range not reported) 
Mean: 4.84 years 
(prenatal group); 
7.60 years (postnatal 
group) 
Healthcare and social service 






cross sectional  
none N=112 families; N= 
112 mothers, N= 112 
fathers 
 
(range not reported) 
Mean: 9.51  









quality of life 
N=31 families; N= 22 
mothers, N= 7 
fathers, N= 2 
grandmothers 
Preschoolers (n=10) 
Range: 1– 5 years, 
Mean: 3 years 8 mo 
School-aged (n=11) 
Range: 6– 10 years, 
Mean: 8 years 5 mo 
Pre-teens/teens 
(n=10)  
Range: 11 – 15 
years 
Mean: 8 years 5 mo 
Social network, contextual 










N= 5 families, n= 8 
"family caregivers"  
Range: 0 – 5 years 
(mean not reported) 
Health care and social service 
professionals and systems, 

















N= 395 families with 
children with DS; N= 
395 parents/legal 
guardians 
Range: 0 – 17 years 
(mean not reported) 
Resources, health care and social 









of spirituality and 
organized religion 
N= 8 families, N= 8 
mothers 
Range 7 – 12 years 
(mean not reported) 





none N= 8 families; N= 8 
mothers, N=1 father 
Range: 2 – 7 years 
(mean not reported) 


















Survey of CSHN 
none  N= 338 families; N= 
338 parents/legal 
guardians  
Range: 3-17 years 
(mean not reported) 
Resources, healthcare and social 






none N= 14 families; N= 
14 mothers 
Range: 0.25 – 14 
years 
Mean: 6.6 years 
Healthcare and social service 











N= 29 families; N= 
29 mothers, N= 29 
fathers 
Range: 2 – 6 years 
Mean: 3.81 years 










N= 386 families; N= 
356 mothers, N=197 
fathers 
Range: 0 – 18 years 







none  N= 19 families of 
children with DS, N= 
15 mothers, N= 15 
fathers 
Range: 2 – 30 years 
Mean: 13 years 
Healthcare and social service 












Healthcare and social service 









N= 10 families, N= 
10 mothers, N= 3 
fathers 
 
Range: < 1 year – 4 
years 
(mean not reported) 
Healthcare and social service 








none specified N= 25 families; N= 
25 mothers  
Range: 4 – 19 years 
Mean: 10.76 years 







approach   
N= 7 families, N= 7 
mothers, N= 3 
fathers 
Range: 6 months – 4 
years 
Mean: 2.5 years 
Healthcare and social service 
professionals and systems 









Table 2.3 Contextual influence examined and associated measures 
Contextual 
influence 






























(Choi & Van Riper, 2014) 
(Durmaz et al., 2011) 
(Foley et al., 2014) 
(Geok, Abdullah, & Kee, 
2013) (Hsiao, 2014) (Hsiao 
& Van Riper, 2011) 
(Kapoor, Bhayana, Singh, 
& Kishore, 2014) (Marchal, 
Maurice-Stam, Hatzmann, 
Paul Van Trotsenburg, & 
Grootenhuis, 2013) (R. 
McGrath, Stransky, 
Cooley, & Moeschler, 
2011) (Mitchell, Hauser-
Cram, & Crossman, 2015) 
(Mohammed Nawi et al., 
2013) (Mulroy, Robertson, 
Aiberti, Leonard, & Bower, 
2008) (Nelson Goff et al., 
2016) (Norton, Dyches, 
Harper, Roper, & 
Caldarella, 2016) (Oliveira 
& Limongi, 2011) (Phelps, 
Pinter, Lollar, Medlen, & 
Bethell, 2012) (Schieve, 
Boulet, Kogan, Van 
Naarden-Braun, & Boyle, 






Ex. How has 




life; that is, any 
differences for 
you 
(Barr & Shields, 2011) 
(Dyke, Bourke, Llewellyn, 
& Leonard, 2013) 



























Mccarty, & Springer, 2015) 
Family Support 
Scale 
 (Foley et al., 2014) 
(Mitchell et al., 2015)  
(Stoneman, 2007) 
Family Index of 
Regenerativity 














(Choi & Yoo, 2015) 
Social Support 
Questionnaire 
 (Cuzzocrea, Murdaca, 
Costa, Filippello, & Larcan, 










(Geok et al., 2013) 







(Cuzzocrea et al., 2016) 
Perceived Social 
Support Scale 
 (Hsiao, 2014) 
Family 
Outcomes Scale 
Having a support 
system subscale 




and Stress  






Ex. How much 
support do you 
feel you receive 
from family 























at birth?  
(Marshall, Tanner, Kozyr, 







you wanted and 
utilized around 
the time of the 
birth of your 
child with DS. 
(Alesi & Pepi, 2017) (Barr 
& Shields, 2011) (Carr, 
2008) (Sheets, Baty, 
Vazquez, Carey, & 
Hobson, 2012) (Marshall et 








Ex. How is it that 
you came to be 
the caregiver for 
your (adult) 









(Choi & Yoo, 2015) 
Health 
professionals 
and systems  















(Bertoli et al., 2011) (Choi 
& Yoo, 2015) (Durmaz et 
al., 2011) (McGrath et al., 
2011) (Phelps, Pinter, 
Lollar, Medlen, & Bethell, 
2012) (Schieve et al., 
2011) (Goodwin et al., 
2015) (Muranjan, Budyal, 
& Shah, 2013) 















difficult to find or 
access?  
(Huiracocha et al., 2017) 
(Minnes & Steiner, 2009) 
(Persons, 2017) (Marshall 




Ex. How would 
you describe 




Iacono, & Bigby, 2012) 
(Carr, 2008) (Docherty & 
Dimond, 2017) (Dyke et 
al., 2013) (Korkow-Moradi, 
Kim, & Springer, 2017) 
(Muranjan et al., 2013) 
(Nelson Goff et al., 2013) 
(Sheets et al., 2012) 
(Ahmed, Ahmed, Jafri, 
Raashid, & Ahmed, 2015) 















 (Blacher et al., 2010) 
Beach Centre 









Ex. Was the 
family impacted 
by the child’s 
transition from 
school? 
(Bertoli et al., 2011) 
(Leonard et al., 2016) 















views of any 
early 
intervention that 
(Barr & Shields, 
2011)(Carr, 2008) (Dyke et 
al., 2013) (Leonard et al., 
2016) (Rix, Paige-Smith, & 
Jones, 2008) (Rix et al., 
2008)  


















 (Blacher et al., 2010) 
Beach Centre 














Ex. Rural or 
urban location 
 
Ex. How much 
support do you 






(Bertoli et al., 2011) (E. K. 
Choi & Yoo, 2015) (Foley 
et al., 2014) (Geok et al., 
2013) (Leonard et al., 
2016) (Mulroy et al., 2008) 




Ex. Can you 
describe the 
experience of 
finding your child 
employment, 




(Alesi & Pepi, 2015)(Barr & 






















(Choi & Van Riper, 2014) 







Ex. Describe the 





(Pillay, Girdler, Collins, & 
Leonard, 2012) 




















Ex. How is it for 
you to conciliate 
being a mother 
of a child with 
DS and your 
roles of being a 
woman, a 
mother to other 
children and a 
worker? 
(Kortchmar, Pinto de 
Jesus, & Barbosa Merighi, 














Ex. Have you 
given up a 
hobby since the 




Trotsenburg, et al., 2013) 
Contextual 
influences – 
not specified  
Family Needs 
Scale 
 (Foley et al., 2014) 
World Health 
Organization 














related to the 
(Dyke et al., 2013) (Muggli, 
Collins, & Marraffa, 2009) 







Table 2.4 Use of validated measures versus investigator-developed measures  








(Bentley et al., 
2015) (Blacher 
et al., 2010) 
(Cuzzocrea et 
al., 2016) (Van 
Riper, 2007) 
(Van Der Veek 
et al., 2009) 
(Pisula, 2007) 
(Bertoli et al., 2011) (Durmaz 
et al., 2011) (Hsiao & Van 
Riper, 2011) (Kapoor et al., 
2014) (Leonard et al., 2016) 
(Marchal, Maurice-Stam, 
Hatzmann, van Trotsenburg, 
et al., 2013) (R. J. McGrath, 
Stransky, Cooley, & 
Moeschler, 2011) (Mulroy et 
al., 2008) (Muranjan et al., 
2013) (Nelson Goff et al., 
2016) (Norton et al., 2016) 
(Phelps, Pinter, Lollar, 
Medlen, Bethell, et al., 2012) 
(Schieve et al., 2011) 
(Goodwin et al., 2015) 
(Choi & Yoo, 2015) 
(Choi & Van Riper, 
2014) (Foley et al., 
2014) (Geok et al., 
2013) (Hsiao, 2014) 
(Mitchell et al., 
2015) (Mohammed 
Nawi et al., 2013)  
(Oliveira & Limongi, 
2011) (Stoneman, 
2007) 
Total # of 
studies 
(%) 
7 (23%) 14 (47%) 9 (30%) 
 
 





















(child with DS) 
transition into 
adulthood? 














Figure 2.2 PRISMA diagram 
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Figure 2.4 Number of Studies by Age Range
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CHAPTER 3: CROSS-CULTURAL COMPARISON OF THE CONTEXTUAL INFLUENCES 
IDENTIFIED IN THE FAMILY MANAGEMENT STYLE FRAMEWORK ON THE FAMILY 




Having a child with Down syndrome (DS), a chromosomal abnormality causing lifelong 
intellectual disability, is an unexpected event that impacts the entire family. Common challenges 
for families of children with DS during infancy include responses by family members and others 
to the diagnosis, feeding difficulties, sleep problems, and medical conditions associated with DS 
such as heart defects, frequent respiratory infections, and thyroid problems (Barros da Silva, 
Barbieri-Figueiredo, & Van Riper, 2018; Bull, 2018; Bull, 2011; Cartwright & Boath, 2018; 
Dianmandopoulos & Green, 2018; Gabel & Kotel, 2018; Geok, Abdullah, & Kee, 2013; Goffinski 
et al., 2015; Marder, Tulloh, & Pascall, 2015). Between the ages of 1-5 years additional 
physical, cognitive, language, and social challenges arise, as well as continued challenges 
related to sleep and feeding (Bull, 2011; Hoffmire, Magyar, Connolly, Fernandez, & van 
Wijngaarden, 2014; Horne, Wijayaratne, Nixon, & Walter, 2019; Næss, Nygaard, Ostad, Dolva, 
& Lyster, 2017; Pillay, Girdler, Collins, & Leonard, 2012; van Dijk & Lipke-Steenback, 2018; Van 
Gameren-Oosterom et al., 2013). During the adolescent and young adults years weight 
management, self-care, and emotional status are a concern, as well as managing ongoing co-
occurring conditions (Bertapelli, Pitetti, Agiovlasitis, & Guerra-Junior, 2016; Bull, 2011; Capone 
et al., 2018; Magenis et al., 2018; Ross & Olsen, 2014; Samarkandy, Mohamed, Al-Hamdan, 
2012). Families must make continual adjustments to manage the various challenges associated 
with DS. The family’s ability to adapt and manage these challenges impacts long-term health 
outcomes for individuals with DS, such as health, functional ability, and behavioral outcomes 
(Esbensen, Mailick, & Silverman, 2013). 




The Family Management Style Framework (FMSF), a model used for understanding how 
families incorporate the challenges associated with a chronic condition such as DS into 
everyday family life, was the guiding framework for this analysis (see Figure 3.1) (Knafl, 
Deatrick, & Havill, 2012). The FMSF indicates that the social and cultural context of the family 
has a profound influence on how families manage childhood chronic conditions. ‘Contextual 
influences’ defined as components of the social and cultural environment of the family that 
impact parents’ efforts to manage the condition and thus contribute to the ease or difficulty of 
family management. The contextual influences relevant to family management of childhood 
chronic conditions that are included in the Family Management Style Framework are: social 
networks (including extended family, friends, and society), care providers and systems 
(including healthcare, social services, and education), and family resources (including financial 
resources and adequate health care coverage). Families of children with intellectual disabilities 
were not included in the integrative review by Knafl et al. (2012) to refine the framework and 
identify the three main contextual influences, and yet there is evidence that the FMSF is 
applicable to this population (Van Riper, Knafl, Roscigno, & Knafl, 2018). 
Prior research indicates that the contextual influences in the FMSF (social networks, 
care providers and systems, and family resources) are relevant to families of children with DS. 
Social support has been well documented as a protective factor for families of children with DS, 
and has been linked to improving parent and family functioning (Hsiao, 2014; Korkow-Moradi, 
Kim, & Springer, 2017; Marchal, Maurice-Stam, Hatzmann, Paul Van Trotsenburg, & 
Grootenhuis, 2013; Mitchell, Hauser-Cram, & Crossman, 2015). At the same time, there is 
evidence that families face challenges related to the social network including loss of friendships 
and more restricted social lives than families of typically developing children (Carr, 2008; 
Marchal, Maurice-Stam, Hatzmann, Paul Van Trotsenburg, et al., 2013). Healthcare providers 
play a critical role in how families adjust to the diagnosis and birth of the child with DS initially; 
barriers to adjustment include information about DS being communicated with a negative tone, 




a lack of information provided, information focusing only on medical aspects of DS, and a lack of 
compassion and emotional support (Docherty & Dimond, 2017; Goff et al., 2013; Goodwin et al., 
2015; Sheets, Baty, Vazquez, Carey, & Hobson, 2012; Sooben, 2010). Problems related to the 
quality of care for the child with DS faced by families include a lack of coordination between 
providers, unmet healthcare needs, negative attitudes, and lack of DS expertise among 
providers (Bourke-Taylor, Pallant, Law, & Howie, 2012; Marshall, Tanner, Kozyr, & Kirby, 2015; 
R. J. McGrath et al., 2011; Minnes & Steiner, 2009). Finally, several studies conducted in recent 
years in developed countries, including the United States and Australia, have indicated that 
inadequate family resources (e.g. lack of financial resources or health insurance), is also a 
problem for families of children with DS (McGrath, Stransky, Cooley, & Moeschler, 2011; 
Mulroy, Robertson, Aiberti, Leonard, & Bower, 2008; Schieve, Boulet, Kogan, Van Naarden-
Braun, & Boyle, 2011; Van Riper, 2007). 
For this study, contextual influences on family management of DS were examined in two 
countries purposely selected to represent distinct social and cultural contexts: the United States 
(U.S.) and the Republic of Ireland. These countries have key differences with respect to the 
previously identified contextual influences. Social networks differ in these two countries because 
Ireland is relatively ethnically and religiously homogenous (84% Catholic and 84% ethnically 
Irish), whereas the U.S. is more diverse (Pew Research Center, 2015; Central Statistics Office 
for the Republic of Ireland, 2012; US Census Bureau, 2010). Care providers and systems differ 
also. Ireland has national healthcare coverage, whereas in the U.S. healthcare is fragmented 
between the public and private sector, leading to differences in healthcare access, cost, and 
quality (Woolf & Aron, 2013; Health Amendment Act, 2004). Finally, the resources that families 
have available differ because Ireland was in an economic crisis during the time period of data 
collection (2012-2013) that has resulted in reductions in disability services, whereas in the 
United States the economy was more stable during the data collection period and specialized 
care for children with DS was covered by most insurance plans (Bureau of Labor Statistics, 




2016; McGinnity, Russell, Watson, Kingston, & Kelly, 2014; US Department of Commerce, 
2015). A cross-country comparison brings to the foreground how differences in socio-cultural 
context influence family management, and leads to greater understanding of how health care 
professionals can support families within their socio-cultural context.   
Drawing on data from a mixed methods cross-cultural study of family adaptation and DS, 
this analysis addressed the following aims:  
Aim 1: Describe US and Irish mothers’ perceptions of contextual influences on family 
management of the ongoing challenges associated with DS as reported in qualitative 
interviews. 
Aim 2: Identify differences between the contextual influences on family management in 
the United States and Ireland. 
Aim 3: Confirm whether the contextual influences identified in the FMSF (social 
networks, care providers and systems, and family resources) are relevant for families of 
children with DS. 
With the knowledge obtained from this study, interventions and clinical care can be 
tailored to the specific needs of families, helping them overcome challenges and unlock 
potential resources that could contribute to better functioning and quality of life for both the child 
with DS and the family.  This study also contributes to the further development of the Family 
Management Style Framework by evaluating the relevance of the contextual influences 
identified in the framework to different populations, namely families of children with DS.  
Methods 
Design and Primary Study Description 
This study is a qualitative, secondary analysis of data from a cross-cultural study titled 
Adaptation and Resilience in Families of Children with Down Syndrome (Marcia Van Riper, 
Principal Investigator) (Caples et al., 2018; Van Riper, M., Knafl, G., Duarte E.D., & Choi, 2016; 
Van Riper, Knafl, & Knafl, 2018; Van Riper, Knafl, Roscigno, et al., 2018). Secondary analysis 




methodology was chosen due to the availability of a suitable data set to address the proposed 
research aims and the inherent benefits of secondary analysis, including decreased participant 
burden, accelerated time to study completion, and the expansion of the use of an existing data 
set (Ruggiano & Perry, 2019; Szabo & Strang, 1997). The primary study was broadly focused 
on family adaptation in families of children with DS, while the proposed study is specifically 
focused on contextual influences on family management of DS. In the primary study, ‘family’ 
was defined as a group of intimates living together or in close geographic proximity with strong 
emotional bonds and with a history and a future (Weihs, K., Fisher, L., & Baird, 2002). The 
design was a mixed methods sequential design with quantitative data from over 3000 parents 
from more than 50 countries and qualitative interviews from a sample subset of 20 parents from 
Ireland and 40 parents from the US. Participants were parents of children with DS recruited 
through DS support groups, DS specialty clinics, early intervention programs, and word of 
mouth. Inclusion criteria were being a parent in a family including a child with DS, at least 18 
years of age, and willing to complete self-report questionnaires. In-depth, semi-structured 
interviews were conducted using an interview guide that addressed parents’ experiences of 
parenting and family life in the context of DS. Interviews were treated as guided conversations, 
and parents were encouraged to share their experiences, knowing there were no right or wrong 
answers. The PI also used probing questions to elicit detailed descriptions and gain deeper 
understanding of parents’ experiences. Each participant was interviewed once. Audio 
recordings were transcribed by a professional transcriptionist verbatim, and transcripts were 
checked for accuracy against recordings by the principle investigator (MVR). 
Sample 
A purposive subsample of countries (U.S. and Ireland) from the primary study was 
included in this study. Ireland and the U.S. were chosen because there are key differences 
between these two countries that make them distinct sociocultural contexts, and therefore 
different in regards to contextual influences on family management of DS. Parents from two 




different sociocultural settings were compared in order to highlight the influence of the social 
and cultural context on family management of the challenges associated with DS. 
The sample included 18 mothers of children with DS from the U.S. and 18 mothers of 
children with DS from Ireland. All mothers had a child with DS under the age of 25. The primary 
dataset included 20 interviews of mothers of children with DS from Ireland and 40 from the U.S. 
Of the 40 U.S. interviews, 20 were selected that matched the Irish sample on key variables: age 
of child, timing of diagnosis (prenatal or postnatal), and whether or not the child with DS was 
their first child. The rationale for this purposeful selection was that challenges associated with 
DS vary depending on age of the child, preparation for parenting a child with DS differs based 
on timing of the diagnosis, and parenting experience based on parity. By matching these key 
variables, mothers from the U.S. and Ireland were similar in terms of key variables unrelated to 
contextual influences, and therefore the differences between contextual influences were likely to 
be more evident in the data. The entire sample of mothers from the U.S. and Ireland from the 
primary study included 574 mothers total, 472 from the U.S. and 102 from Ireland.  
Measures 
Qualitative data for this analysis were obtained through semi-structured interviews. The 
interview guide for the primary study focused on parents’ perceptions of having and caring for a 
child with DS and family life in the context of DS (see Appendix for entire interview guide with 
questions eliciting data regarding contextual influences in bold). The following questions were 
the ones that most often elicited detailed accounts of contextual influences: Thinking back on 
your child’s first year of his life, what do you think the main challenges were and what were 
some of the highlights of that year?” and “What was most helpful to you during that time in 
regards to the challenges you were dealing with?”  
Quantitative data used to describe the sample came from the Family Management 
Measure (FaMM) (Knafl et al., 2011). The FaMM is a measure of parental perspectives on 
family management of childhood chronic conditions. It contains 53 items and 6 scales: child’s 




daily life (5 items), condition management ability (12 items), condition management effort (4 
items), family life difficulty (14 items), view of condition impact (10 items) and parental mutuality 
(8 items). Only partnered parents completed the parental mutuality scale; partnered parents 
completed the remaining 5 scales. In this analysis all six scales were used in 2-parent families.  
Analysis 
Directed content analysis, based on the FMSF, was used to analyze the qualitative data 
to describe mothers’ perceptions of contextual factors that influenced family life. The goal of 
directed content analysis is to provide knowledge and understanding on the study topic, and to 
validate or extend a theoretical framework or theory (Hsieh & Shannon, 2005). The codes for 
this analysis were the contextual influences identified in the FMSF: social network, care 
providers and systems, and resources (Knafl et al., 2012). During a preliminary analysis of the 
data, the investigator (AV) noticed important differences in participants’ descriptions of 
healthcare providers and systems and education providers and systems, and therefore the 
FMSF contextual influence that combined these two categories (‘care providers and systems’) 
was divided into two separate codes. The code definitions were also drawn from the FMSF (see 
Table 3.1 for a list of the codes and definitions). A secondary coder (KK) reviewed the coded 
transcripts of the first 4 interviews and every 5th coded transcript thereafter to check application 
of the codes application. The primary and secondary coder met to discuss any differences in 
their application of the codes, which were minimal, and ultimately reached consensus. Themes 
were analyzed across cases in order to identify patterns regarding how each contextual 
influence was perceived to effect family response. Irish mothers and U.S. mothers were then 
compared to highlight differences and similarities between the nature and perceived effect of 
contextual influences in these two countries. Selected demographics variables were provided 
for the entire sample of mothers from the U.S. and Ireland included in the primary study, as well 
as a standard t test comparison between the two groups (U.S. and Ireland) in terms of the six 
family management scales.  





Description of the Sample 
Tables 3.2 and 3.3 provide demographic characteristics of the entire sample of U.S. and 
Irish mothers from the primary study including: mean age of the child with DS, number of 
children in the family, when the child was diagnosed with DS (before vs. after birth), and how 
satisfied the mother was with how she was told the diagnosis. There was no significant 
difference between the U.S. sample and the Irish sample in terms of mean age of the child with 
DS, mean number of children in the family, when the child was diagnosed with DS, or how 
satisfied mothers were with how they were told about the diagnosis. 
Table 3.4 provides an overview of the FaMM scale scores for the entire sample of U.S. 
and Irish mothers included in the primary study. The pooled t test was used to test for significant 
differences between the mean scores for U.S. and Irish mothers (the F test for equal variance 
was nonsignificant in all cases). U.S. mothers scored significantly higher for the ‘child daily life’ 
scale indicating that U.S. mothers perceived that their child with DS had a more similar 
everyday life to other typically developing children than Irish mothers. U.S. mothers scored 
significantly higher for the ‘condition management ability’ scale, indicating that U.S. mothers 
viewed the challenges associated with DS as more easily manageable than Irish mothers. U.S. 
mothers scored significantly lower on the ‘condition management effort’ scale, indicating that 
U.S. mothers perceived that managing the challenges associated with DS took less time and 
work than Irish mothers. U.S. mothers scored significantly lower on the ‘family life difficulty’ 
scale, indicating that U.S. mothers perceived less difficulty managing the challenges associated 
with DS than Irish mothers. U.S. mothers scored significantly lower on view of condition impact, 
indicating that U.S. mothers perceived the challenges related to DS were less serious and had 
less of an impact on the family than Irish mothers. Mean scores for parental mutuality were not 
significantly different, indicating that partnered U.S. and Irish mothers did not have different 
perceptions of their level of satisfaction with how they worked with their partner to manage the 




challenges associated with DS. Overall, U.S. mothers had more positive scores for family 
management of the challenges related to DS than Irish mothers. The Cronbach's alpha (internal 
consistency) scores for the sample were: 0.73 for ability, 0.73 for child daily life, 0.91 for family 
life difficulty, 0.74 for condition management effort, 0.70 for view of condition impact, and 0.87 
for parental mutuality. 
The sample for the qualitative analysis was drawn from the larger aforementioned 
sample of U.S. and Irish mothers included in the primary study, and included 36 mothers (18 
U.S., 18 Irish) of children with DS ranging from 1- 24 years old (see Table 3.5). All 4 contextual 
influences drawn from the FMSF (social networks, healthcare and social service professionals 
and systems, and education professionals and systems, and resources) were described by the 
mothers in this sample as contextual influences on family management of the challenges 
associated with DS. 
Social Networks 
 All U.S. mothers (n=18) and all Irish mothers (n=18) spoke of the influence of social 
networks on the family response to having a child with DS. Social networks were perceived as 
helpful/a source of support for mothers (7 U.S., 11 Irish), or they were perceived as being a mix 
of both helpful/a source of support and unhelpful/creating additional management challenges 
burden (11 U.S., 7 Irish).  None of the mothers expressed that their social network was purely 
unhelpful and provided no benefit. Unless otherwise noted, themes were common to both U.S. 
and Irish mothers. 
Family and friends at the time of diagnosis and birth. 
Positive/Helpful. Mothers reported wanting support from those within their social 
network during the time period surrounding the child’s diagnosis and birth. They felt supported 
when others expressed acceptance and love for the child (“Everyone said congratulations. 
Everyone admired him and said he was gorgeous”), acceptance of the mother’s own feelings 
("Whatever I was thinking and feeling, they let me have that thinking and feeling."), and 




reassurance that the future would be good for the child and the family (“My parents said all the 
right things to let us know we were all going to be ok"). One mother recalled, 
"I’m sure our parents were upset, but they didn’t let it show. They were just making a 
fuss over the baby. I think looking back they were just trying to kind of say, ‘Oh he is just 
our grandchild’. They were holding him and cooing over him." 
 
Expressions of grief by others were sometimes perceived as helpful and sometimes 
unhelpful. Mothers who were emotionally distressed about the diagnosis often felt understood 
when others in their extended family expressed similar feelings. As one mother put it, “We were 
all scared and sad because this was not what we hoped for.” Expressions of grief were 
therefore perceived as helpful when mothers were also experiencing grief. 
Negative/Unhelpful. Some mothers (6 U.S., 6 Irish) described reactions by others that 
were unhelpful and created stress. Unhelpful reactions included denial of the diagnosis (“It can’t 
be true”), pity (“I’m so sorry for you”), blaming the mother for the child having DS, downplaying 
the significance of the diagnosis (“Maybe people won’t be able to tell she has DS”), and 
seeming to not know what to say. Three Irish mothers expressed frustration over others using 
common platitudes (“God only sends special children to special parents”) and did not find those 
statements comforting.  
Mothers who were not upset about the diagnosis, or came to accept it very quickly, often 
found it difficult when other family members expressed grief. After giving birth to her son one 
mother recalled, “I found myself comforting my mom and sister...  I ended up saying, 'Why are 
you crying, he is beautiful?'" Another mother said,  
“It was hard initially when some of the family came in and they had tears in their eyes… 
they were feeling grief and I was wanting to move into the elation of a new child.”  
 
Two mothers (1 U.S., 1 Irish) recalled that their family thought that because they were not upset 
about the diagnosis that they must be in denial. When mothers and extended family members 
had dissonant reactions it often led to the family misunderstanding the mothers’ feelings and 
needs. 




 Family and friends throughout the child’s life. 
Positive/Helpful. Mothers expressed the importance of support from the extended 
family on an ongoing basis. Family members provided support in various ways including care of 
the child with DS, childcare for siblings of child with DS allowing the mother to focus on care 
needs of child with DS, help with home tasks including cooking and cleaning, and emotional 
support. One mother went so far as to say the entire extended family assumed responsibility of 
the care for her son with DS,  
“If I said to them, ‘I need help tomorrow with Ethan he is really, really sick.’ They would 
drop everything… whatever we would need for him. They all seem to have a sense of 
responsibility.”  
 
Friends were another component of mother’s social network who provided important 
support on an ongoing basis. Mothers reported receiving emotional support from friends as 
opposed to help with home tasks and childcare. They spoke of choosing a few close friends 
who listened well and without judgment to share their feelings with. As one mother said, 
“For me that helps… being able to say to friends, ‘You know what,’ - and it’s a very 
difficult thing to say to some friends – ‘You know what, I’m having a bad day. I’m having 
a tough time with my son.’ Some friends are better than others. I have one friend… she 
is not judgmental. We just have our chat. And then there are other friends who wouldn’t 
know what to say." 
 
Four Irish mothers spoke of the importance of their local community, something that was 
not mentioned by the U.S. mothers included in the sample for this analysis. Irish mothers valued 
their child being known and looked after by others in the community. One said,  
“Bringing up a child with special needs in a small town is brilliant. People are so friendly. 
I would never need to worry about him because I know there is always someone who will 
look after him. He knows half the people here already because he walks down the street, 
and everybody knows him by name.” 
 
Another Irish mother felt she could let her son be more independent in public places because 
there was always someone who knew him and could help him if need be. She said,  
“I don’t have him attached to my hip.  I let him go off on his own and shop.  And people 
say ‘Oh I saw Daniel down there and he is by the sweets’ or ‘he is buying crisps’ or ‘he is 
buying bread he shouldn’t be’ – because he is a Celiac, you see.  So ‘He is buying bread 
he shouldn’t be and I think he has eaten a bun.  You better go down and check what he 




is up to.’  That kind of a way... In a caring way.  And I think community is like that.  I think 
generally, in Ireland, community is like that.”  
 
Being known in the community gave mothers a sense of comfort that their child would be safe 
and treated with kindness. 
Negative/Unhelpful. It was very difficult for mothers when support was not given by 
extended family as they would have expected. Extended family was considered unsupportive 
when it was perceived that the child with DS was not loved like other children in the family and 
when family members did not make an effort to get to know the child. One mother said, 
"They don’t know him as a person.  They don’t know his likes or his dislikes.  It’s on the 
surface that they know him.  But would they be able to take care of him should 
something happen to me?  No."  
 
Several mothers (1 U.S., 4 Irish) spoke of friendships becoming strained since the birth 
of their child.  One mother expressed disappointment that her friends did not provide the support 
she expected,  
“They didn’t come around, the people that I would have thought good friends that would 
have been there with a carton of milk, an apple pie… It was very hurtful.” 
  
While it was hurtful when friends did not show support, it was also clarifying because it showed 
them which of their friends could be depended upon.  As one mother said,  
“You do lose (friends). But then I say to myself they weren’t really friends anyway. If they 
expect you to have what they think in their eyes is a perfect baby, and in their eyes you 
don’t, they are not worth having as a friend.” 
 
Another said,  
“And it suddenly dawned on me I saw people and life clearer. I don’t know why. It was as 
if I was given permission. Actually, you are wasting my energy, friend, I don’t really have 
much in common with. Without being rude, I kind of stepped away.”  
 
Irish mothers expressed that being in a smaller, close-knit community created difficulty 
when others were perceived as not valuing their child. As one Irish mother said,  
“(When I was pregnant) everyone was so interested… it is a little town. And when she 
was born, some people were very supportive. But one lady in particular, every time she 
saw me with my bump she was, ‘Oh brilliant, I am delighted, I am thrilled.’ Then when 
Colleen was born and I was walking around a supermarket, she did a U-turn to try and 
avoid me…” 





Another Irish mother spoke of being self-conscious when pushing her stroller around town 
because she was afraid of seeing acquaintances and having awkward conversations. 
DS Support Community. 
Positive/Helpful. Distinct from support received from family and friends was the support 
that mothers received from other mothers of children with DS and DS support organizations. 
Many mothers (8 U.S., 11 Irish) reported that they had formed new friendships with other 
mothers of children with DS since the birth of their child. One mother said of having her child, 
“It has really expanded our community. The network of people we know and have come 
to know, and whom we will know.” 
 
Several mothers (2 U.S., 4 Irish) spoke of meeting one very memorable mother of a slightly 
older child with DS who helped them tremendously at the time of their child’s birth and 
diagnosis. These memorable mothers provided them with insights about what their own future 
might hold, which helped them realize that their life would not be dramatically altered by having 
a child with DS.  
Knowing other mothers of children with DS was helpful for learning new information 
about DS and everyday problem solving. Several mothers (3 U.S., 2 Irish) joined a playgroup 
with children roughly the same age as theirs; the mothers talked while the children played. They 
said it was particularly helpful to connect with mothers of children the same age who were 
experiencing the same challenges.  Another important benefit of spending time with other 
mothers was the emotional support and camaraderie. Close friendships formed between 
mothers, and they felt they could share things with each other that their friends that didn’t have 
children with DS would not understand. As one mother put it, 
"I suppose with the other mothers (of children with DS), I just knew that they knew what I 
was going through. Like my other friends were good and they would listen, but they still 
didn’t really know what I was going through and they would just kind of say, ‘but he is 
lovely’. I kind of felt then that if I was upset around them that they got the idea that I 
didn’t love him or I didn’t want him." 
 




Two Irish mothers and one U.S. mother mentioned forming friendships with people they 
otherwise had little in common with, and probably would have never met if it was not for the birth 
of their child with DS. One said, 
“I made friends with other people I would never have thought ever in a month of 
Sundays would have been the type of person I would have been you know drawn 
towards... We have a certain common denominator obviously with the kids, but there is a 
bond there that can never really be broken.” 
 
Local support groups provided activities and resources that helped parents gain 
information and connect with other families such as the Buddy Walk (U.S. only), online 
resources, conferences and workshops, and regular meetings.  
National and international DS organizations and conferences were found to be very 
helpful for a few mothers (1 U.S., 2 Irish). They learned helpful information such as a 
specialized approach to a specific challenge they were experiencing (such as feeding or 
behavior). Parents in Ireland reported a helpful national conference focused specifically on how 
to optimize their use of the healthcare system. These larger organizations were a helpful 
resource for information but typically did not provide parents with the same social and emotional 
support that was available at the local level. 
Negative/Unhelpful. Some mothers (10 U.S., 7 Irish) reported being less interested in 
support group involvement for a variety of reasons including: lack of time, wanting to avoid 
comparisons between their child and other children with DS, perceptions that meetings and 
activities were not well planned, unable to identify with other parents’ problems, or had a 
negative initial experience with the support group. 
Healthcare and social service professionals and systems 
All U.S. mothers (n=18) and all Irish mothers (n=18) spoke of the influence of healthcare 
professionals and systems on the family response to having a child with DS. Healthcare 
professionals and systems were perceived as helpful/ a source of support (2 U.S., 2 Irish), 
unhelpful/creating burden (3 U.S., 1 Irish), or a mix of both helpful/a source of support and 




unhelpful/creating additional burden (13 U.S., 15 Irish). Unless otherwise noted, themes were 
common to both U.S. and Irish mothers.  
Care of mother at time of birth and diagnosis. 
Positive/Helpful. At the time of birth and diagnosis, mothers felt supported by 
healthcare professionals when they demonstrated caring, provided information in manageable 
chunks, and recognized their child’s inherent dignity and unique identity. Mothers wanted 
healthcare professionals to demonstrate caring when communicating about DS because at the 
time of birth and diagnosis mothers were adjusting to the diagnosis and were often worried 
about the challenges their child would face in the future. Four mothers (1 U.S., 3 Irish) said it 
was particularly meaningful to them that their provider sat down in a chair when giving them 
information. One said, 
“The pediatrician came in and she sat down. And that was a biggie; she sat down.... I 
can’t remember what she said, but that she sat down. She was going to take her time 
and she would sit there until our questions were finished she was going to sit there. Now 
we didn’t have very many questions, to be honest. That was the one thing that I will 
never forget. That she sat down on a chair.” 
 
They also appreciated kind gestures such as giving a hug or bringing a small gift. 
It was helpful to mothers when providers assessed their readiness for learning about DS 
at the time of diagnosis and birth, because for many it was an overwhelming time. Mothers 
appreciated when information was provided in manageable chunks. Further, they wanted 
information to be presented at a time when they felt ready to receive it. They also wanted 
healthcare professionals to give them opportunities to ask questions. One mother recalled what 
her pediatrician said just after the birth and diagnosis as being particularly reassuring, 
“He said, ‘I am not going to overload you with information now. What time would suit you 
tomorrow? I will come back down and talk to you both and we will talk about what you 
need to know now and what you need to do now. Now if you want to ask anything now I 
can answer anything.’ I didn’t really, and neither of us really had questions. And he said 
‘There doesn’t seem to be any major, major health issues. So,’ he said, ‘there is nothing 
to be really alarmed about now.’” 
 




Mothers felt supported when healthcare professionals recognized their child’s inherent 
dignity and unique identity. One mother recalled feeling supported at her son’s delivery when a 
provider recognized her child’s value by saying “All children are a gift.”  It was also helpful when 
providers recognized that the child’s identity was not defined by the diagnosis of DS. One 
recalled her provider saying, “Remember she is a baby first. She is a little girl.” When healthcare 
providers expressed that the child was valued, it helped mothers adjust to the diagnosis. 
Mothers whose child required intensive care early in life described that time period as 
extremely difficult in part because they were separated from the child. Three mothers (2 U.S., 1 
Irish) mentioned that being with their child was an important comfort when they were feeling 
scared or sad about the diagnosis of DS. One said, 
“When you are up in the room by yourself and you start thinking about everything that is 
going to happen down the road or how it will be different, it was very scary then. When you 
are next to him, it was like oh, sure he looks like another baby.” 
 
They appreciated unrestrictive visitation policies and found it helpful to be provided a private 
room to rest in because mothers themselves were often still in the process of recovering from 
the birth. 
During the postpartum period after mothers returned home, Irish mothers described 
having ongoing support to help them adjust to parenting a child with DS from three sources: 
home visits from a public health nurse, home visits from a social worker, and psychological 
counseling. None of the U.S. mothers in this sample mentioned having these forms of support 
during the postpartum period. Six Irish mothers described visits from the state-provided home 
nurse as helpful for providing emotional support, information about DS, and information about 
services for children with DS.  One mother said,  
“She basically checked in with us more than the child.  She just really affirmed our 
bonding with Cora and checked in with any concerns we might have… But I think it was 
more just to give us a grounding and support.” 
 




It was comforting to have regular visits from the nurse because it provided mothers with the 
opportunity to address concerns or challenges as they arose. One mother said of her home 
nurse,  
“She was a mine of information... If I was having trouble with something, she would 
always know someone who had the same problem and had a solution to it... She was 
my source, actually, more so than anything else... She would have been probably my 
rock, I suppose, at the time… For someone to reassure you that this is normal, it will 
take a little bit longer. It makes an awful difference.” 
 
Social workers provided Irish mothers with information and resources (e.g. information 
about available services for children with DS, information about play groups with other mothers 
of children with DS). Two Irish mothers found psychological counseling very helpful for 
emotionally adjusting to the diagnosis of DS, and felt it relieved some of the anxiety they felt 
about future challenges related to their child having DS.  
Negative/Unhelpful. In the time period surrounding birth and diagnosis of the child with 
DS the following aspects of care were seen as unhelpful: negative reactions in the delivery 
room, painting a negative picture of DS, making assumptions about the child’s future, failing to 
provide sufficient information about DS, and failing to address the mother’s emotional needs. 
Mothers (4 U.S., 4 Irish) described it as scary and upsetting when healthcare providers 
had a negative reaction in the delivery room at the child’s birth. Mothers described the mood in 
the delivery room as suddenly changing to “somber” or “serious”, and one mother described it 
as a “pall over the delivery room.” This sudden shift was frightening for mothers, as one mother 
put it, “There was happy chatter– then dead silence.  I thought, oh my gosh, she is dead!” Not 
only was it scary, it was also difficult emotionally for mothers that their child’s birth was not 
celebrated. One mother said, “There was such doom and gloom in the delivery room… there 
was no ‘It’s a girl, it’s a boy!’” 
Some mothers (4 U.S., 2 Irish) perceived that during the initial time period following the 
child’s birth healthcare providers painted a negative picture of DS, and this contributed to their 
emotional burden. It was unhelpful when providers focused on the deficits and medical 




comorbidities associated with DS and did not provide a positive vision of the child’s future. One 
mother said, 
“The doctor that I had, it’s almost like they all had a negative attitude toward Down 
syndrome.  It’s like none of them really gave me any information other than what she is 
not going to be able to do.  There was nothing positive coming out of their mouths at all.” 
 
Mothers (5 U.S., 2 Irish) expressed that they disliked when providers made assumptions 
about their child’s future abilities and preferences. One mother recalled a conversation with her 
provider shortly after her son’s birth, 
“I do remember him using the word ‘workshop environment’... I was like give us a break, 
he has just been born! And it wasn’t appropriate. I don’t think it was appropriate to 
preempt what Colton’s life would be.” 
 
Three mothers (2 U.S., 1 Irish) told strikingly similar stories about a nurse warning them it would 
be hard for the child to breastfeed due to having DS and doubting their claim that the child was 
actually doing well breastfeeding. One mother recalled, 
“And they said don’t be surprised if she doesn’t eat much... I said, ‘She has drank all this 
milk’.  Then they acted as if I was lying, like I threw the milk down the sink or something. 
And the nurse said ‘There is no way she could have drank it’.  I said ‘She did!  You can 
stay here and watch if you want, but she drank this milk.’  And so right then I was like, 
she has already proven them wrong.” 
 
When providers made generalizations and had low expectations for the child, mothers felt their 
child was not being valued as a unique individual with their own potential. Additionally, several 
mothers (5 U.S., 3 Irish) felt that healthcare professionals did not provide them with enough 
information about DS.  
Mothers also felt unsupported when healthcare professionals failed to address their 
emotional well-being and did not take time to listen to their concerns and feelings.  As one U.S. 
mother remarked, 
“We didn’t get that emotional side at all from the doctors.  We never got anybody saying, 
‘Can we offer you someone to talk to about this?  Are you guys okay?’ Nobody ever said 
anything like that to us.” 
 
Mothers wanted healthcare professionals to provide whole-person care that addressed both 
their physical and emotional needs. 




Finally, some mothers (1 U.S., 2 Irish) whose child needed intensive care after birth 
mentioned that their own postpartum recovery was not supported. Mothers from both countries 
often had to travel long distances from their home to the hospital where the child was 
transferred to in order to visit and were not provided with a place where they could rest at the 
hospital. They also felt frustrated by restrictive visitation policies and rules in the intensive care 
units. 
Primary and specialty care of child with DS. 
Positive/Helpful. Healthcare professionals in primary care were considered supportive 
and helpful when they were encouraging and positive, provided information and referrals, were 
knowledgeable about DS or willing to learn about DS, and listened to mothers’ concerns. One 
mother recalled a situation where her provider supported her as they both worked through a 
challenge with her daughter together, 
“I could tell she wasn’t eating enough.  And the doctor was trying to make sure I was 
relaxed so I was feeling pretty relaxed.  And he said she is gaining an ounce or two a 
week, that’s pretty good, let’s keep going.  Well, she would gain and ounce and then 
lose an ounce.  And at about eight months I said…when we got to the point where we 
were weighing her everyday I just thought this isn’t quite right, we need to intervene.  
And he felt the same way.” 
 
Mothers wanted providers to engage with them as partners in decision-making about the child’s 
care and to appreciate that they were the experts on their child.  
Mothers also felt supported when providers were accessible, especially when the child 
was in need of specialty or intensive care such as cardiac surgery. The period of time when 
mothers were waiting for their child to have cardiac surgery was particularly difficult, firstly 
because care tasks such as feeding were time consuming, and secondly because it was a scary 
time when mothers needed to be on the lookout for signs of cardiac distress. One Irish mother 
told of how her provider did an excellent job helping her get through that difficult time, 
“He (the pediatric consultant) said to me, ‘Come in and see me every Friday morning. 
And this is my mobile number. And you ring me if there are any problems.’ And I 
thought, ‘Well, I can make it ‘til Friday.’ He checked him, we would be okay the weekend. 
We are fine with him. Friday is just the end of the week. We can go until Friday. And we 




went in to him every Friday… And I thought we can do it for one more week, we will try it 
for one more week.” 
 
Negative/Unhelpful. Unhelpful and unsupportive characteristics of primary care 
reported by mothers in both countries included providers not being knowledgeable about DS, 
perceived stigma, and not listening or responding to mothers’ concerns. One Irish mother whose 
requests were repeatedly ignored by providers said, “I am like the invisible parent.” Another 
mother described a frightening instance following her child’s discharge from intensive care after 
a respiratory infection, 
“I brought him home but I knew he wasn’t right. I knew that there was something wrong, but 
they were saying ‘no, no, no, he is fine you take him home’ I took him home. He was in a 
little carrier thing, and I put him on the floor. He wouldn’t wake up. He wouldn’t wake up! And 
I said ‘God, this child is dead’. So I had to rush back to the hospital with him… Oh it was 
terrible. . It was so frightening! He was just lying there kind of lifeless. But anyway, he was in 
the hospital for another two or three weeks.  It was just the infection that he still had.” 
 
Certain language used by healthcare professionals led mothers to perceive that they held a 
stigmatizing view of DS. Words such as “floppy and “mentally retarded” were seen as offensive 
and bothersome.  A few mothers (2 U.S.) had experiences that led them to feel that that stigma 
among healthcare professionals had very serious implications. They felt that the quality of care 
provided to their child was poor because healthcare providers saw their child as less deserving 
of care than other children. One said, 
“It was very traumatic because the hospital staff was not helpful at all and she almost 
died... I felt like they wanted her to die because she had Down syndrome.... I just wanted 
to be left alone basically to keep my daughter alive in the hospital.  I had given up on the 
idea of them caring for her.” 
 
In these instances the perception of stigma among providers caused mothers to fear for their 
child’s health and safety. 
Three Irish mothers who were dissatisfied with the care they received from their primary 
care doctors turned to complementary and alternative medicine to find remedies for their child. 
One mother described her strong motivation to find solutions for her son wherever possible, 
“This mother (of another child with DS) told me then about this guy that did work with 
children with special needs. She said he does bioenergy. Hadn’t a clue what it did. I 




didn’t know if he got a steam roller and rolled over him, as long as my child was better 
afterwards.” 
 
 Mothers in both countries wanted more support in navigating the health care system and 
planning their child’s care. One Irish mother described the experience of learning about her 
child’s needs and securing the care he needed as a lonely journey. A U.S. mother said,  
“Trying to sort through the degree of urgency necessary to see all the professionals, the 
doctors and specialists… I had this big list of these doctors and then I had to find names 
of who was good, and then I needed to schedule appointments with all of them…. I did it 
on my own.” 
 
Although mothers in both countries wanted more support with care coordination and 
navigating the healthcare system, Irish mothers reported many additional challenges related to 
the healthcare system that added to their sense of burden. Seven Irish mothers described it 
being very difficult to access state-provided primary and specialty care for their child. Problems 
with state-provided care included care being delayed for long periods of time, repeated last 
minute cancellations of appointments and important procedures (two mothers reported multiple 
cancellations of cardiac surgery), and in some cases care was denied on the basis that there 
weren’t resources to provide it. One mother tied the systemic challenges with the healthcare 
system to problems with Ireland’s government and economy, 
“This system as it is set up – not the service providers who are definitely on her side – 
but the system that is set up is totally against any child with any extra needs. It seems to 
be. The government has no money and they don’t want to give anyone anything. If they 
can help it. Individual service providers, obviously that is not their approach. Their 
approach is to provide as much help and support to you and your child. We have 
fantastic service providers. But I suppose it is the system you are fighting against and 
you are trying to get what you can from the system for your child by whatever means.” 
 
These systemic issues created additional work for mothers who felt they had to “harass” and 
“chase” services in order to get the care their child needed, and some families resorted to 
paying for expensive private services.  Irish mothers described long and exhausting struggles to 
secure specialist care. One mother felt compelled to go to what she saw as extreme lengths in 
order to secure vision care for her daughter after the appointment had been cancelled a third 
time, 




“There was a message on my phone to say, ‘your appointment tomorrow with Dr. Ryan 
is cancelled.’ So, I said to my husband I am just going to turn up. I am damned if I am 
taking another day off. It’s been cancelled twice… So, I just turned up… I would never 
have done that before. I would have said it is cancelled, fine. It’s cancelled. But I 
thought, no! I am going to go, and I am going to argue my case when I get there. And if I 
have to say I didn’t get the message, I will say I didn’t get the message, because to me, 
it is more important that she gets what she needs... If there is anything there that can 
help her, I will find it and I will get it for her.  
 
Mothers went to extreme lengths because they felt a sense of urgency to secure care. They felt 
that without that care their child would be disadvantaged in terms of their learning and 
development.  
Education professionals and systems 
All thirty-six mothers (18 U.S., 18 Irish) spoke of the influence of education professionals 
and systems on the family response to having a child with DS. Education professionals and 
systems were perceived as helpful/ a source of support (2 U.S., 1 Irish), unhelpful/creating 
burden (1 Irish), or a mix of both helpful/a source of support and unhelpful/creating additional 
burden (16 U.S., 16 Irish). Unless otherwise noted, themes were common to both U.S. and Irish 
mothers. 
Early Intervention services and therapies. 
Positive/Helpful. U.S. and Irish mothers described helpful characteristics of Early 
Intervention including services being accessible and well-organized, and therapists taking a 
family-centered approach to therapy. Mothers felt supported when services were initiated very 
quickly after the child’s birth, and when the process of initiating services was easy. It was helpful 
when professionals (e.g. nurse, early intervention specialist) gave them an orientation to the 
services available and helped with tasks involved with starting services (e.g. filling out forms, 
making appointments). One Irish mother described having what she saw as being an ideal 
experience, 
“They contacted me saying that they would be in touch a few weeks down the line and I 
think when he was around eight or ten weeks old, the social worker from the Early 
Intervention Team came to see me at home. We sat down one morning and we went 




through a lot of what would be coming up and what we could expect from the services, 
and that was really helpful.” 
 
Mothers also mentioned that coordinating their child’s services was easier when EI 
professionals worked together as a cohesive multidisciplinary team. 
Mothers described a family-oriented approach to therapy in which they were involved 
and their concerns were addressed as being supportive. They felt strengthened in their role as 
parents when they were included in setting goals for the child and able to participate in therapy 
sessions. They appreciated when therapists helped them address the challenges that they saw 
as being important to address in their child’s life. Three mothers (2 U.S., 1 Irish) attributed their 
child’s ability to overcome specific challenges that were very concerning to them, such as 
feeding or behavioral challenges, to the EI services they received. It was comforting to mothers 
to have the support of EI professionals to address challenges that were worrisome to them. One 
mother said, 
“Allie gets all these wonderful services from the county; all the therapists, all the 
education.  She got all this wonderful help from the beginning, when she was first born.  
So the support is there, you are not alone… You just have to always look on the bright 
side and reach out to these therapists for help.  That is what kept me going- knowing 
that these people are there to help.” 
 
Additionally, it was helpful when the activities and exercises recommended by therapists for 
families to do outside of therapy were ones that fit easily into family life. One Irish mother said,  
“What I like about those programs is they are all about strategies for you to do as part of 
your daily routine… I work three days a week and it is busy. My other little boy is there 
and you are trying to fit him in. So if you are trying to schedule specific times to do 
specific things it would be unrealistic. Whereas they are all about ‘When you are having 
your tea now try this’ or ‘playing try this.’… It’s not like you set aside time for specific 
things, it is about incorporating it into your normal family life.” 
 
Mothers wanted therapists take into account the whole family picture, and to provide them with 
practical strategies to help their child meet their goals.  
Negative/Unhelpful. Challenges related to EI services described by mothers in both 
countries included: problems accessing services (particularly problematic for Irish mothers), 
difficulty with the time required for services and therapies, and disliking the therapist’s approach. 




A challenge for Irish mothers that was different from U.S. mothers was abrupt discharge from 
services. 
Problems with accessing services created stress and additional work for mothers. A few 
mothers (3 U.S., 1 Irish) mentioned that initiating services was confusing and overwhelming, 
and wanted help learning about available services. One U.S. mother said, 
“It was hard because once you get the diagnosis because you are like now what do I 
do?  And some people say that PT and OT are pretty much the same thing and you 
don’t need both of them, and it’s like ‘Oh bullcrap!’… I remember when I asked the 
regional center if they had a list of services that are available for her, ‘No, you have to 
ask’.  Well how do I know as a mom what I need to ask for?  So it was really frustrating.” 
 
Some mothers (4 U.S., 1 Irish) felt that services were not initiated soon enough. They felt the 
need to advocate for their child to get services immediately, which took time and effort. One 
U.S. mother described her frustration over waiting for help that she felt her child urgently 
needed, 
“She was evaluated at ten weeks.  We got a lot of comeback from early intervention.  It’s 
like, ‘Well we just don’t have those people right now.  I am really up a creek right now.’  
And I am like, ‘I don’t care what your problem is.  My problem is that my child is choking 
and I need you to pull this together now. And so they were supposed to start services in 
thirty days from the evaluation and they started services probably forty days from the 
evaluation.  And part of that was just me pounding their heads about it every other day.’” 
 
A total of 7 Irish mothers reported services being either unavailable to them or so infrequent that 
they were not effective on an ongoing basis. One Irish mother said, 
“Speech and language therapy: disaster… It’s not available. Yeah, you don’t get it. You 
get pockets of maybe six months and then you might get another pocket a year or a year 
and a half later… or not six months, six visits. And then they pick up from where you left 
off a year and a half ago.” 
 
Irish mothers mentioned that the availability of EI services varied by region, and one mother 
said her family bought a home in a different region in order to secure better services for her 
daughter. In contrast, no U.S. mothers reported state-provided services being unavailable or so 
infrequent that they were ineffective. Two U.S. mothers reported having to “fight” for services, 
but they eventually did get those services. 




Mothers found it challenging when they perceived that therapy was at odds with their 
parenting values. Some mothers (3 U.S., 2 Irish) felt therapists used approaches or set goals for 
the child that were either not appropriate or not effective. One mother described feeling tied to a 
strategy recommended by her son’s therapist despite the fact that she felt it was not working, 
“The Behavior Specialist gave us this work to do. So, we have a little timer and every 
time he gets his hands quiet for ten seconds we stick on a little car… (My husband) 
decided to do it differently and he is going ‘That’s not working.’ … I am very rigid. I stick 
to it if the therapist says do it this way, whereas Jack is not. Which sometimes drives me 
crazy but then other times I am going, ‘Yeah you know that’s probably not a bad way of 
looking at it either.’” 
 
Mothers wanted to maintain a sense of autonomy as a parent, and a lack of collaboration with 
therapists led mothers to feel unsupported in their parenting role. Further, a few mothers (3 
Irish) were concerned that the achievement-oriented nature of therapies had a negative impact 
on the child. One mother said, 
“You would go see your therapist and she would give you work to do… the goal first 
would be that Finn would sit. Everything is a goal… Some days you think, ‘Does a child 
with Down syndrome ever get a break?’ Because there is always a goal. There is always 
something to achieve.” 
 
They felt that the activities and goals associated with therapy caused pressure for the child with 
DS that other children did not have, and they did not want the therapies to define their 
childhood. 
Another challenge mentioned by mothers (5 U.S., 6 Irish) was the amount of time 
consumed by EI therapies. Mothers felt that it was difficult to balance the time spent on 
therapies with needs of other family members. One said, 
“Then we were getting linked in with Physical Therapists, Occupational Therapists… you 
were having to deal with these professionals. You are having sleepless nights, you are 
still having to get one child to school. You are having another fella you are trying to toilet 
train that little fella. I was like, ‘Oh my God, is this my life?’” 
 
They also described feeling guilty about not being able to complete all therapy-related activities 
and recommendations. One said, 
“All of the things you are asked to do are all for a very good reason. I just feel that there 
aren’t enough hours in the day to do everything you are asked to do... Like say for the 




physio. You could get her up and get her walking along this. And get her doing that and 
the other. Maybe if I did everything I had been asked to, she would be walking by now.” 
 
Mothers felt an incredible amount of pressure to do as much as possible for their child because 
they wanted them to reach their potential, however they had difficulty finding time for all they 
were asked to do. 
Three Irish mothers described being unaware and unprepared for the transition out of EI 
services. They were upset that their child was abruptly discharged on their fifth birthday. One 
said, 
“(It is) very disconcerting for parents. That suddenly, we have had this care up to this 
point or whatever it might be, but because they turn five, ‘Goodbye.’ Handshake, wave. 
No papers, no handout, no word about the school-aged team, nothing.” 
 
Mothers felt stressed by the sudden loss of services and wanted a clear transition plan. 
 Schools and teachers 
Positive/Helpful. Helpful and supportive characteristics regarding schooling included 
mothers having support for their choice of school or educational program, and having a positive 
experience with teachers. Many mothers (9 U.S., 8 Irish) spoke of the importance of finding the 
school or educational program that was best suited for their child. Mothers wanted a school 
where their child could thrive both academically and socially. They described carefully weighing 
the pros and cons of different schools and programs, including inclusive programs where their 
child would be integrated with typically developing children, programs specifically for children 
with special needs, and blended programs. Four mothers (2 U.S., 2 Irish) described having 
positive experiences where their school of choice not only admitted their child, but also made it 
explicit that teachers and staff wanted the child at the school. 
Mothers described teachers as being a critical element of the educational experience for 
the child with DS, and it was very important to mothers for their child to have a good teacher. 
Mothers considered teachers to be good when they had high expectations for their child, and 




they wanted this positivity to be reflected in the language used in the IEP. One mother spoke of 
a very impactful teacher that helped change her own view of her child’s potential, 
“He had a teacher who really taught me how to have high goals for him.  I remember in 
our first IEPs with her and she would say we are doing this, this and this, and I would 
think, wow that would be great if he can do that.” 
 
Mothers also felt supported when teachers seemed to genuinely care for their child, and viewed 
their child as an individual whose preferences and potential were not defined by the diagnosis of 
DS. 
Negative/Unhelpful. Unhelpful characteristics of schools and teachers included difficulty 
finding the right school program, teachers having low expectations of the child’s abilities, and 
teachers being unprepared to address challenges related to DS. Transitions between schools 
(e.g. from preschool to elementary school) were stressful for mothers who found it difficult to 
find a school or educational program that fit their child’s needs. One mother said she had  
“nearly gone gray” because she was so consumed with the decision. One mother described 
feeling conflicted because none of her options would perfectly suit her daughter’s needs, 
“I don’t want her to be the most abled student in the school.  How is she going to grow?  
She needs someone to look up to, someone who does things better than she does, that 
she can compete with and try to get better.  But at this (special needs) school she 
walked in and she knows everything.  I am not saying they couldn’t teach her, but it just 
gave me the impression that the general level of teaching was beneath her level of 
ability and I felt like she was caught between the two schools.” 
 
Two U.S. mothers described moving their child to multiple different schools before finding one 
that was the right fit. Mothers (3 U.S. 3 Irish) felt unsupported when their child was not permitted 
to attend the school or program that they felt would best suit their child’s needs.  
Mothers felt unsupported by teachers who had low expectations for their child. Several 
mothers (4 U.S., 4 Irish) described difficult experiences in which teachers made assumptions 
about their child’s abilities or had low expectations for their child. One mother recalled an 
upsetting incident at her child’s school, 
“I come in to pick her up from the first day of school, and I got there a little early 
purposefully because I wanted to see what they were doing with her.  All the other kids, 




they had pencils in their hands trying to learn how to write their names.  Katie had a 
stamp pad with letters on it.  And I said, ‘Why doesn’t she have a pencil?’  ‘Well, with 
Downs…’ and I said, ‘No, why doesn’t she have a pencil?’  ‘Well this is how…’ and I 
said, ‘No this is not how you are going to teach her how to write her name.  I want her to 
have a pencil.  I want her to learn how to write her name just like anyone else here… 
She has a right to learn, just like these guys do.’” 
 
Mothers also found it difficult when their child’s educational reports (e.g. Individual Education 
Program or IEP) reflected this negativity. One said mother described reading her child’s IEP as 
“painful” because it only contained information about her child’s deficits. Another mother 
attributed her daughter’s lack of progress as a student to the negativity and low expectations of 
her teachers, saying, 
“I noticed in the communication book, ‘Annie doesn’t want to do. Annie didn’t do. Annie 
didn’t learn. Annie said no.’ And all the negative… I think Annie felt that, and she even 
didn’t try… She understands how the person goes to her.”  
 
Mothers also felt unsupported when teachers did not seem to have adequate training to 
accommodate their child’s special needs. Four mothers (3 U.S., 1 Irish) felt that their child’s 
teacher(s) did not have the experience or training to handle challenges that arose (e.g. toileting 
accidents, behavioral issues). One mother said, 
“There were times I would have to go to the school and just kind of pacify them and talk 
to Hunter.  I wanted to just tell them, ‘Deal with it and don’t continue to bother me unless 
it’s an emergency.’” 
 
Concern over teacher’s abilities to educate their child caused mothers to feel burdened to 
become highly involved in their child’s education. 
Resources  
 Six U.S. mothers and ten Irish mothers mentioned the influence of resources on the 
family’s response to having a child with DS. Irish and U.S. mothers described distinctly different 
challenges regarding resources and their ability to pay for the medical and educational services 
necessary to support their child’s optimal health and development.  
Adequate Resources. All but one U.S. mother in the sample for this analysis described 
having relatively consistent state-provided educational services and adequate medical 




coverage. Two U.S. mothers paid in part for state-provided early intervention, but they did not 
indicate that those costs were a burden. Three mothers reported supplementing state-provided 
educational services with private services covered by their insurance; one’s child was placed on 
a wait list and she wanted to get services started immediately, and the other two did so because 
they felt that additional services provided additional benefit to their child. As one mother put it,  
"I want as much as possible for him... I started private everything, too.  We were going to 
private PT and OT as well as through the school system.  I was doubling and tripling up 
on everything." 
 
 Inadequate resources. In contrast, seven Irish mothers reported that securing and 
paying for medical and educational services was a challenge. Three mothers attributed this 
difficulty to a decline in Ireland’s economy. The benefits and allowances paid by the Irish 
government, including disability allowance, carer’s allowance, and paid carer’s leave, were 
helpful for families, however these benefits were not nearly enough to cover the cost of what 
was needed. One reason for this was that accessibility to state-provided medical services and 
therapies was very inconsistent, forcing families to pay for expensive private medical services 
and therapies. One mother said of the state-provided services, 
“It’s just dismal; it’s dire. There isn’t the consistency. There isn’t the communication. We 
have gone private... And we have used the disability allowance, which I must say, if it 
weren’t for the disability allowance that we receive we wouldn’t have had the services for 
her, because we have had to go private for Occupational Therapy and Speech Therapy. 
Everybody gets disability money. How families use that is to their own discretion. It might be 
to put food on the table. But we use that money to pay for her services. And it has become 
more and more difficult.” 
 
Securing therapies for the child through the school system was another challenge for 
mothers. Services were not guaranteed due to a diagnosis of Down syndrome, rather they were 
determined based on disability classification. Mothers expressed frustration that their child was 
classified as ‘mild disability’ and therefore received far less support in schools. One mother felt  
that the work she had done to help her child meet therapy goals during the early years was 
putting her at a disadvantage now that her child was in school; as she put it, “Your good work 
comes back to bite you.” Two mothers were encouraged by medical professionals or social 




workers to pay a private psychologist to re-classify their child’s disability level, and it was 
suggested that they let the child stay up all night and eat sugary foods in order to influence the 
test results. One Irish mother described the moral conflict that this situation created for her as 
she weighed her options for securing services for her child: 
“I said to my husband this morning 'play the system', he goes 'No, you are doing the right 
thing by your child. Because you are guaranteed everybody else is doing the same 
thing.' I would just be honest about it. I think sometimes my honesty gets me into a lot. 
My husband said to me ‘You are too honest.’ I would come straight out and say it. 
Whereas he said, ‘I guarantee you everybody else is doing it.’” 
 
Another challenge described by three Irish mothers was securing a medical card, which 
covers the medical treatment and drugs from their General Practitioner (primary care) and 
hospital services. Mothers expressed frustration that medical cards were not guaranteed due to 
a diagnosis of Down syndrome, and families were refused the medical card or had it taken away 
on the basis that the family income was too high. Mothers described going through a lengthy 
appeal process that entailed consultations with healthcare professionals and time spent 
completing multiple official forms in hopes of eventually securing a medical card. This process 
was described as a “fight” and very burdensome, 
“When he was born, we filled out this medical card form. It was refused. Then I had to 
see a counselor and filled out another form… So then eventually we got the medical 
card and I wrote a letter with the application form explaining that he has this condition 
that is not going to go away; it is there for life. Can he get on the long-term illness cards 
or whatever it is called. But no, he got his medical card and that will be reviewed next 
year again. We have to fill out all these forms.” 
 
Waiting on the appeal decision was described as long and stressful. One mother said that she 
went without the medical card for several years because she did not know about the appeal 
process. Additionally, the medical card does not cover specialist care, and one mother reported 
relying on private health insurance paid by her husband’s employer in order to pay for the 
specialized care her son needed.        
 The one U.S. mother who indicated resources were a stressor was unhappy with the 




public schools in her area and could not afford private schools. She moved to another state 
where the public schools were acceptable to her. 
Discussion 
All 4 contextual influences drawn from the FMSF (social networks, healthcare and social 
service professionals and systems, education professionals and systems, and resources) were 
described by the mothers in this sample as contextual influences on family management of the 
challenges associated with DS. U.S. and Irish mothers described many of the same benefits 
and challenges related to contextual influences however Irish mothers mentioned having 
additional challenges not mentioned by U.S. mothers. Those challenges included: difficulty 
accessing state-provided primary and specialty care for their child (healthcare and social service 
professionals and systems), problems accessing state-provided education services and 
therapies (education professionals and systems), and difficulty paying for medical and 
educational services due to inaccessibility of state-provided services (resources).  Some Irish 
mothers spoke of additional benefits and challenges related to residing in a small community 
(social networks). A benefit that Irish mothers reported having that U.S. mothers did not was 
postpartum support from healthcare professionals at home. In the entire sample of U.S. and 
Irish mothers from the primary study, U.S. mothers had more positive scores for family 
management of the challenges related to DS than Irish mothers for all FaMM scales except 
parental mutuality; there were no differences between U.S. and Irish mothers in terms of 
selected demographic variables.   
Social networks, including extended family and friends, both helped and hindered 
mothers’ responses to the challenges associated with having a child with DS. At the time of birth 
and diagnosis, some reactions by others led mothers to feel supported (acceptance, 
reassurance) while other reactions (denial, pity, blame, downplaying, platitudes) were unhelpful 
and added stress. Grief was a helpful reaction by others when it mirrored mothers’ own feelings. 
On an ongoing basis mothers sought support from extended family members in various forms 




including childcare, help with home tasks, and emotional support; friends primarily provided 
emotional support. Challenges related to social networks occurred when relationships were 
strained due to mothers’ expectations not being met (e.g. extended family not investing in a 
relationship with the child, friends not providing support). Irish mothers described that being 
known by a small, tight-knit local community had benefits (others knowing and looking after their 
child), but also challenges (fearing or perceiving that others in the community do not value the 
child). Although U.S. mothers did not mention this, the same theme may be found if U.S. 
mothers from small towns were purposely sampled. Finally, joining support groups and forming 
new friendships with other mothers of children with DS was an important form of support for 
some mothers, although others did not find this helpful for a variety of reasons.  
Other studies have similarly shown that the social network has an important influence on 
the family response to DS  (Carr, 2008; Korkow-Moradi et al., 2017; Van Der Veek, Kraaij, & 
Garnefski, 2009). These results point to a need for developing interventions (or implementing 
existing interventions) aimed at preparing families of children with DS to mitigate the challenges 
related to social networks and to fully utilize social network supports. An example of using an 
intervention to mitigate the challenges related to social networks is psychological counseling to 
help families develop a healthy internal response to family members and friends who do not 
respond to the birth of the child in a helpful manner. Research shows that cognitive behavioral 
therapy is effective for relieving relationship distress (Fischer, Baucom, & Cohen, 2016). 
Addressing relational challenges is important because strained relationships have been linked 
to poor health in mothers of children with DS (Marchal, Maurice-Stam, Hatzmann, van 
Trotsenburg, & Grootenhuis, 2013). Interventions aimed at helping families fully utilize available 
social network supports would help families think strategically about their needs and identify 
whom within their network would be willing and able to help meet those needs. For instance, 
mothers in both countries did not report having help from friends with care of the child or home 
tasks, however friends could provide that type of support if asked. Interventions could also 




encourage mothers to expand their social network to include other mothers of children with DS 
who are able to meet needs that are unable to be filled by the existing social network, such as 
the camaraderie and deep connection that forms from sharing similar experiences. Other 
research indicates that connecting with other families of children with DS is described as being 
critical for some (Bentley, Zvonkovic, Mccarty, & Springer, 2015; Muggli et al., 2009). Social 
support is a critical element of the family response to DS because it has been linked to more 
positive parenting styles and higher family functioning which means that the benefits of social 
support for parents can impact the entire family (Hsiao, 2014; Mitchell et al., 2015). 
Mothers reported a number of beneficial and challenging aspects of the care that they 
and their children received from healthcare and social service professionals. At the time of birth 
and diagnosis, mothers felt supported by healthcare professionals who demonstrated caring, 
provided information in manageable chunks, and recognized their child’s inherent dignity and 
unique identity. They felt unsupported when healthcare professionals had a negative reaction in 
the delivery room, painted a negative picture of DS, made assumptions about the child’s future, 
failed to provide sufficient information about DS, and failed to address their emotional needs. 
Mothers of children who required intensive care wanted healthcare professionals to facilitate 
their being with the child and felt that being with the child was helpful for adjusting to the 
diagnosis.  Irish mothers had postpartum support from nurses and social workers at home, as 
well as available psychological counseling, all of which helped them adjust to the diagnosis; 
U.S. mothers did not have that support.  
These results are in line with other research on the impact of the care providers and 
systems on the family response to the birth of a child with DS, and point to the birth experience 
as being critical in setting the tone for parents as they begin a new phase of their life as a parent 
of a child with DS (Barros da Silva et al., 2018; Goff et al., 2013; Marshall et al., 2015; Sooben, 
2010; Sheets et al., 2012; Van Riper & Choi, 2011).  Mothers the United States, the UK, and 
many other counties have described the way in which healthcare providers have communicated 




the diagnosis as being negative (Goodwin et al., 2015; Huiracocha et al., 2017; Korkow-Moradi 
et al., 2017, Marshall et al., 2015; Sooben, 2010). The way in which healthcare professionals 
communicate about the diagnosis and about the child impacts mother’s adjustment to the 
diagnosis, and yet it is unclear whether providers understand the impact of their words and 
actions during what can be a very difficult time for mothers. Healthcare providers need training 
regarding care for mothers of children with DS surrounding the time of birth and diagnosis, and 
the findings from this study regarding what mothers see as helpful and unhelpful responses by 
healthcare providers can be incorporated. There are ongoing efforts to train healthcare 
professionals in many countries, however more work is needed. The results of this study also 
point to the fact that U.S. mothers, who do not have postpartum care at home that Irish mothers 
have, may not be aware of how to access care if they need it. Healthcare providers serving 
families of children with DS in the U.S. should be prepared to identify mothers that need extra 
support and make appropriate referrals.  
Healthcare professionals who provided primary care and specialty care to the child with 
DS were considered supportive and helpful when they were encouraging and positive, provided 
information and referrals, were knowledgeable about DS or willing to learn about DS, and 
listened to mothers’ concerns. Unsupportive characteristics included healthcare professionals 
not being knowledgeable about DS, did not address mothers’ concerns, and when mothers 
perceived healthcare professionals held a stigmatizing view of DS. Other studies have similarly 
found that negative attitudes about DS, as well as lack of knowledge about DS among primary 
care providers as evidenced by failure to adhere to preventative healthcare recommendations is 
a problem for families (Docherty & Dimond, 2017; Jensen, Taylor, & Davis, 2013; Minnes & 
Steiner, 2009, Williams, Wargowski, Eickhoff, & Wald; 2017). Families should seek a primary 
care physician who is either experienced in caring for individuals with DS or interested in 
learning about DS. Additionally, families can equip themselves to identify health and 
developmental challenges that arise by becoming familiar with the Health Supervision for 




Children with DS guidelines developed by the American Academy of Pediatrics with them to 
appointments (Bull et al., 2011). Parents can also take these guidelines with them to 
appointments as a facilitation tool to help them communicate with providers about their 
concerns. For Irish families an additional concern reported was difficulty accessing state-
provided primary and specialty care for their child. Unmet service needs have been linked to 
poorer mental health in mothers of children with disabilities (Bourke-Taylor et al., 2012). The 
struggles that Irish families faced to secure care for their child may be the reason that Irish 
mothers scored more poorly on the family management scales than U.S. mothers who did not 
describe having this same challenge. 
Education professionals and systems were described as having supportive and 
unsupportive characteristics also. Helpful characteristics of Early Intervention including services 
being accessible and well-organized, and therapists taking a family-centered approach to 
therapy. Challenges related to state-provided EI services described by mothers in both 
countries included: problems accessing services (particularly problematic for Irish mothers), 
difficulty with the time required for services and therapies, and disliking the therapist’s approach. 
Other studies have indicated parent’s feeling that services were uncoordinated and their desire 
to have a person, such as a liaison worker, to help them navigate available services (Marshall et 
al., 2015; Muggli et al., 2009). Local EI organizations can help mothers who are overwhelmed 
and trying to provide the best start possible for their child by creating orientation programs that 
educate mothers about services and link them to others who can provide additional information, 
such as other families. Therapists should be aware of the time expectations placed on families, 
and understand that families need activities and goals that are easily incorporated into the 
family routine. Rix et al. (2008) found that learning is facilitated when therapists focus more on 
the interests of the child with DS than developmental goals. Therefore one strategy may be for 
therapists to help families find enjoyable activities that also support developmental goals that 
are easily incorporated into family life because they are fun. The fact that Irish families reported 




difficulty accessing both educational services and therapies and healthcare services indicates 
major burden placed on families living in Ireland seeking to provide care for the child with DS. 
Again, the problems with access to care and services may be the reason that Irish families do 
not do as well as U.S. families in terms of family management.  
Helpful and supportive characteristics regarding schooling included mothers having 
support for their choice of school or educational program and having a positive experience with 
teachers. Unhelpful characteristics of schools and teachers included difficulty finding and 
gaining access to school programs, teachers having low expectations of the child’s abilities, and 
teachers being unprepared to address challenges related to DS. There is considerable evidence 
that inclusive education (children with DS being included in classrooms with typically developing 
children) leads to better language academic outcomes for children with DS (Buckley, Bird, 
Sacks, & Archer, 2006; de Graaf, van Hove, & Haveman, 2013). Parents seeking options for 
their child to be more integrated with typically developing children in education find it 
burdensome to continually advocate for that inclusion. Therefore, leaders in school systems 
should consider the needs of families of children with DS by offering options for full or partial 
inclusion, and support parents in making the decision they feel is best for their child’s education. 
Because teachers are so important to the family’s education experience, they should be 
provided with training and resources focused on the needs of children with DS and their 
families. 
Resources was the only FMSF contextual influence that was not mentioned by all 
mothers; it was only mentioned by 6 U.S. and 10 Irish mothers. While the most of the U.S. 
mothers in this analysis did not describe challenges related to resources, other studies have 
indicated that having a child with DS does have a financial impact on some families (Kageleiry 
et al., 2017; McGrath et al., 2011; Schieve et al., 2009; Van Riper, 2007).  On the other hand, 
Irish mothers reported that securing and paying for medical and educational services was a 
challenge. Poor accessibility to state-provided services and therapies compelled them to pay for 




expensive private services. Additionally, they had difficulty securing a medical card to cover 
treatment and drugs from their General Practitioner. Again, these results suggest that securing 
and paying for care places a burden on Irish families not experienced by many U.S. families. 
Families in Ireland can maximize their use of the healthcare and educational system by learning 
how the system works and planning to spend time advocating for their child to access state-
provided services they need. Ultimately, the struggle to access and pay for services in Ireland 
indicates that policy changes are needed if these challenges persist despite growth in Ireland’s 
economy.  
The limitations of this study are tied to the secondary analysis design. Firstly, the results 
of this study only reflect a subset of the data collected for the primary study. Thus, there may be 
additional data in the remaining data that would further expand upon the results presented here. 
Secondly, mothers were not asked directly to address their perceptions of each contextual 
influence or contextual influences in general, but instead were asked questions regarding what 
“helped” or “challenged” them as mothers of children with DS. Mothers may have offered 
additional information that would further enrich the results if they had been specifically prompted 
to describe contextual influences. However, the fact that mothers often spoke of contextual 
influences in reference to helpful or challenging aspects of their experience can also be 
considered a strength of this study because it demonstrates the importance of contextual 
influences. 
Conclusion 
 The results of this study demonstrate that contextual influences are a critical element of 
the family response to the challenges associated with DS. Furthermore the contextual 
influences identified in the FMSF are relevant for families of children with DS. Mothers from both 
the United States and Ireland described how social networks, resources, healthcare and social 
service professionals and systems, and education professionals supported or hindered family 
management in a variety of ways. Knowledge of contextual influences can be used to develop 




new interventions or enhance existing interventions aimed at supporting families in adapting to 







































































Resources FMSF definition: The influence of financial resources and 
adequate health care coverage on the family response to a 
childhood chronic condition 
Code definition: Comments indicating the mother’s 
perception of the influence of resources on the family 
response to having a child with DS; includes: financial 
resources, healthcare coverage, payment for private services 
Social 
networks 
FMSF definition: The influence of the social network and 
others’ response to the child and family on the family 
response to a childhood chronic condition (includes extended 
family, friends, and society)   
Code definition: comments indicating the mother’s 
perception of the influence of social networks on the family 
response to having a child with DS; includes: Extended family, 
friends, DS support groups, social network/friendships for 
child with DS/siblings/parents, national/international 





and systems  
 
 
FMSF definition: The influence of health care, education, 
and social service professionals and systems on the family 
response to a childhood chronic condition 
Code definition: Comments indicating the mother’s 
perception of the influence of healthcare and social service 
providers and systems on the family response to having a 
child with DS; includes: medical care, nursing care, 
psychological/ counseling care, professional organizations 
within healthcare (ex. American Academy of Pediatrics’ 
guidelines for caring for children with DS), hospital systems, 
access to services, complimentary/alternative therapies 
Education 
professionals 
and systems  
 
FMSF definition: The influence of health care, education, 
and social service professionals and systems on the family 
response to a childhood chronic condition  
 
Code definition: Comments indicating the mother’s 
perception of the influence of education professionals and 
systems on the family response to having a child with DS; 
includes: Early Intervention services (speech, PT, OT), 
preschool, elementary school, middle school, high school, 









Table 3.2 Comparison of U.S. and Irish data on continuous variables  
 United States Ireland  
Variable Range of 
values 
n Mean (SD) n Mean (SD) t(DF) a p 
Child’s age 
(years) 
0-49 469 8.3(8.4) 99 7.0(6.8) -1.67 .097 
Number of 
children 
1-21 461 2.6(1.6) 99 2.7(1.2) 0.43 .670 
DF- degrees of freedom; SD- standard deviation 
a  Using t test adjusted for unequal variances (Satterthwaite) 
Table 3.3 Comparison of U.S. and Irish data on categorical variables  




χ2 (DF)    p 
Diagnosis Before born 89 (19.0) 13 (12.9) 2.4 (2) .298 
After born 328 (70.1) 78 (77.2) 
Other 51 (10.9) 10 (9.9) 
Satisfied with 
how told about 
diagnosis 
Very satisfied 20.0 27.3 7.0 (5) .222 
Moderately satisfied 19.8 26.3 
Slightly satisfied 9.2 8.1 
Slightly dissatisfied 10.9 10.1 
Moderately dissatisfied 10.5 6.0 
Very dissatisfied 29.6 22.2 
DF- degrees of freedom 
 
Table 3.4 Summary of FaMM scale scores for U.S. and Irish mothers 





Range Mean Standard 
deviation 
Range t(DF) p 
Child’s daily life 
(5-25) 





































DF- degrees of freedom 





























1 3  prenatal no Christian 
US 
1 3  prenatal no Catholic 
Irish 




2 1 postnatal yes Catholic 
Irish 




3 4  postnatal no Christian 
Irish 




4 19  postnatal no Catholic 
Irish 
5 4  prenatal no None 
US 
5 3  prenatal no Catholic 
Irish 




6 12  postnatal yes Protestant 
Irish 
7 5  postnatal no Catholic  
US 
7 5  postnatal no Protestant 
Irish 
8 12  postnatal no NR 
US 
8 12 postnatal no None 
Irish 
9 3  postnatal no NR 
US 
9 2  postnatal no Catholic 
Irish 
10 5  postnatal no NR 
US 
10 5 postnatal yes Protestant 
Irish 
11  9  postnatal no NR 
US 
11 8 prenatal no Catholic 
Irish 
12 12  postnatal no NR 
US 
12 10  postnatal no NR 
Irish 




13 8 prenatal yes Protestant 
Irish 




14 6 postnatal no Protestant 
Irish 




15 10 postnatal yes Protestant 
Irish 




16 21 postnatal yes Christian 
Irish 




17 1 postnatal no None 
Irish 
18 8  postnatal no None 
US 
18 5 postnatal no None 
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CHAPTER 4: CROSS-CULTURAL COMPARISON OF INDUCTIVELY- DERIVED 
CONTEXTUAL INFLUENCES ON THE FAMILY RESPONSE TO THE CHALLENGES 
RELATED TO DOWN SYNDROME 
 
Introduction 
Down syndrome is a life-long genetic condition that affects multiple body systems and 
that results in various challenges including feeding difficulties, sleep problems, cognitive delays, 
and social challenges (Barros da Silva, Barbieri-Figueiredo, & Van Riper, 2018; Bull, 2011; 
Goffinski et al., 2015; Næss, Nygaard, Ostad, Dolva, & Lyster, 2017). Further, medical 
comorbidities associated with DS, such as heart defects and frequent respiratory infections, 
require work-intensive treatment regimens (Bull, 2011; Capone et al., 2018). Parents also face 
psychosocial challenges related to the birth of a child with DS including negative responses 
from others to the birth of the child and adjusting to a new picture of their child’s life (Gabel & 
Kotel, 2018; Pillay, Girdler, Collins, & Leonard, 2012). Additionally, families must work to find 
appropriate developmental supports and educational options for their child (Buckley, Bird, 
Sacks, & Archer, 2006; Rix, Paige-Smith, & Jones, 2008). Many families of children with DS 
respond with resilience and even learn to thrive in the midst of these challenges, however at 
times the challenges associated with DS are difficult to manage and become a source of stress 
in the family (Norizan & Shamsuddin, 2010; Van Riper, 2007). The ability of the family to adapt 
to these challenges is critical because parental characteristics are a significant predictor of long 
term outcomes for individuals with DS, including health, functional ability and behavioral 
outcomes (Esbensen, Mailick, & Silverman, 2013). 
The Family Management Framework (FMSF) is a non-condition specific framework for 
understanding how families incorporate the work associated with childhood chronic conditions 
into everyday family life, and it has been applied to studying families of children with intellectual 




disabilities (see Figure 4.1) (Knafl, Deatrick, & Havill, 2012; Van Riper, Knafl, Roscigno, & Knafl, 
2018). According to the FMSF the social and cultural context of the family plays an important 
role in determining the family’s ability to successfully manage the child’s condition. In developing 
the framework, Knafl et al (2012) identified three main contextual influences: healthcare and 
social services professionals and systems, education professionals and systems, and family 
resources. These contextual influences can either support or impede family management. 
Evidence suggests that there may be additional contextual influences not included in the 
FMSF by Knafl et al (2012) that play an important role in determining the family response to the 
challenges associated with DS. Two examples of contextual influences found in the literature on 
family life with DS and not included in the FMSF are: 1. religion and 2. societal views on DS 
(including positive views and negative views often defined as stigma). Results from several 
studies have shown that the way in which some mothers view the birth of their own child with 
DS is deeply impacted by their religious beliefs (Huiracocha et al., 2017; Nelson Goff et al., 
2013; Pillay et al., 2012; Sheets, Baty, Vazquez, Carey, & Hobson, 2012). Pillay et al (2012) 
found that mothers of children with DS described religious or spiritual beliefs as an important 
resource for mitigating the impact of the stressors associated with DS; however some mothers 
experienced challenges related to their beliefs because the birth of their child with DS raised 
difficult existential questions. Studies have also provided evidence that societal views on DS 
impact the family’s response (Kaye, Fiske, Bower, Newton, & Fenlon, 2005; Nelson Goff et al., 
2016; Persons, 2017; Pillay et al., 2012b; Sheets et al., 2012). For instance, stigmatization of 
individuals with DS by others in society causes emotional burden for parents and impedes their 
adjustment to the diagnosis (Kaye, Fiske, Bower, Newton, & Fenlon, 2005; Pillay et al., 2012). A 
cross-cultural study of Latina mothers of children with DS living in the United States by Sheets 
et al (2012) found that mothers perceived that people with Down syndrome are ostracized and 
mothers are blamed for the condition in Mexico, while the United States was perceived as being 
a more accepting environment and thus a more desirable place to live. Therefore, families living 




in certain nations and societies experience different challenges related to the cultural and 
societal beliefs in that setting. The purpose of this analysis was to identify and describe the 
nature of additional contextual influences not identified on the family response to having a child 
with DS, and to describe the nature of those influences.  
  In order to highlight the way in which the social and cultural environment of the family 
impacts the family response to the challenges associated with DS, two distinct socio-cultural 
environments were examined for this analysis: the United States (U.S.) and Ireland. These two 
countries share a common Western European cultural heritage, however there are important 
differences between the countries. The U.S. is a relatively ethnically and religiously diverse 
country that has a history of profuse immigration, while Ireland is a much smaller nation that is 
relatively ethnically and religiously homogenous (84% Catholic and 84% ethnically Irish) (Pew 
Research Center, 2015; Central Statistics Office for the Republic of Ireland, 2012; US Census 
Bureau, 2010). Further, there are differences between the two countries in terms of healthcare 
access, cost, and quality because Ireland has socialized medicine while healthcare in the United 
States is fragmented between the public and private sector.  
 This study was a qualitative secondary analysis of data from a mixed methods cross-
cultural study of family adaptation and DS, and addressed the following aims: 
Aim 1: Identify and describe U.S. and Irish mothers’ perceptions of additional contextual 
influences (not described in the FMSF) on family management of the ongoing challenges 
associated with DS as reported in qualitative interviews. 
Aim 2: Identify differences in the frequency and nature of the identified contextual 
influences on family management reported by mothers in the United States and Ireland. 
The results of this analysis can be used to create interventions that support families 
within their social and cultural context. Additionally, this analysis will contribute to the further 
development of the Family Management Style Framework by expanding the socio-cultural 




context component of the framework. It is anticipated that these refinements in the framework 
will be relevant to families of children with other conditions associated with intellectual disability.  
Methods 
Design and Primary Study Description 
This study was a secondary analysis of qualitative interview data drawn from a mixed-
methods, cross-cultural study of adaptation in families of children with DS titled Adaptation and 
Resilience in Families of Children with Down Syndrome (Caples et al., 2018; Van Riper, M., 
Knafl, G., Duarte E.D., & Choi, 2016; Van Riper, Knafl, & Knafl, 2018; Van Riper, Knafl, 
Roscigno, et al., 2018). Dr. Marcia Van Riper was principal investigator leading the 
investigation. The data from the primary study were well suited to address the study aims, and 
the benefits to secondary analysis methods, including decreased participant burden and a 
shorter study completion timeline, led the authors to choose these methods (Ruggiano; Szano & 
Strang). Qualitative interviews and analysis methods were chosen in order to yield rich 
descriptions of contextual influences and to allow for identification of additional contextual 
influences from the perspective of mothers of children with DS.   
The primary study was a mixed-methods, cross-cultural study focused on family 
adaptation in families of children with DS (Caples et al., 2018; Van Riper, M., Knafl, G., Duarte 
E.D., & Choi, 2016; Van Riper, Knafl, & Knafl, 2018; Van Riper, Knafl, Roscigno, et al., 2018). 
The investigators for the primary study defined family as a group of intimates living together or 
in close geographic proximity with strong emotional bonds and with a history and a future 
(Weihs, K., Fisher, L., & Baird, 2002). Quantitative data were collected from over 3000 parents 
living in over 50 different countries. Following collection of data from an array of quantitative 
measures, qualitative interviews were conducted with a subset of respondents. Participants 
were recruited through DS support groups, DS specialty clinics, early intervention programs, 
and word of mouth. The primary study inclusion criteria included: being a parent in a family 




including a child with DS, at least 18 years of age, and willing to complete self-report 
questionnaires.  
Sample 
The sample for this secondary analysis included mothers from the U.S. and Ireland, 
while the larger study included participants from over 50 countries. The inclusion of a cross-
country sample from the U.S. and Ireland was an important component of the design because 
comparing participants from two purposely selected sociocultural settings increased the 
likelihood that differences in the influence of contextual influences would be identified in the 
analysis. Qualitative interview data were analyzed for 18 mothers from the United States and 18 
mothers from Ireland; all mothers had a child with DS under the age of 25. All interviews with 
Irish mothers were included in the analysis. Eighteen interviews with U.S. mothers were 
purposely selected from the 40 interviews in the U.S. dataset to ensure the similarity of the two 
groups of mothers on the following variables: age of child, timing of diagnosis (prenatal or 
postnatal), and whether or not the child with DS was their first child. Respondents were matched 
on these variables because the challenges faced by families change with the age of the child 
and timing of the diagnosis, resulting in differences in parents’ ability to prepare for the birth of a 
child with DS, and first time mothers having the added challenge of adjusting to motherhood as 
well as the challenges associated with DS.  
Measures and Procedures 
The PI for the primary study (MVR) obtained the qualitative data for this analysis through 
semi-structured interviews. The PI (MVR) conducted in-depth, semi-structured interviews using 
an interview guide that addressed parents’ experiences of parenting and family life in the 
context of DS. Interviews were treated as guided conversations, and open-end questions with 
follow-up probing questions were used. Parents were encouraged to share their experiences, 
and assured there were no right or wrong answers. A professional transcriptionist transcribed 
the audio recordings, and the PI checked the transcripts against recordings for accuracy. The 




questions from the interview guide that evoked responses pertaining to contextual influences 
were: Thinking back on your child’s first year of his life, what do you think the main challenges 
were and what were some of the highlights of that year?” and “What was most helpful to you 
during that time in regards to the challenges you were dealing with?”  
Analysis 
The method of analysis used for this study was directed content analysis (Hsieh & 
Shannon, 2005). Directed content analysis was chosen as the method of analysis because it 
aligns with the aims of this study to provide knowledge and understanding on the study topic 
extend an existing framework, namely the FMSF (Hsieh & Shannon, 2005). Analysis begins with 
codes developed from theory but directed content analysis also allows for additional inductively 
derived codes based on the data. The results for the analysis of the codes developed from the 
FMSF (care professionals and systems, education professionals and systems, and family 
resources) are presented elsewhere (in paper 2 of this 3-paper dissertation). This report 
contains the results for the analysis of the codes inductively derived from the data (i.e. additional 
contextual influences not included in the FMSF developed by Knafl et al (2012)). A definition 
was developed for each additional contextual influence identified in the data. A second coder 
(KK) checked the coded transcripts to clarify and refine the definitions of the new codes and to 
check their application to the interview transcripts. The secondary coder reviewed the first 4 
interviews and every 5th coded transcript thereafter. The primary and secondary coder 
discussed any coding discrepancies and reached a consensus. The interviews were then 
analyzed for patterns regarding how each contextual influence was perceived to effect family 
management, and themes were identified to characterize U.S. and Irish mothers’ perceptions of 
the contextual influences.  
Results 
The sample for this analysis included 36 mothers (18 U.S., 18 Irish) of children with DS 
(ages 1-24 years) (see Table 4.1). Six contextual influences on the family response to DS were 




inductively derived from mother’s descriptions of family life with DS: societal views on DS, 
written materials and internet websites, presence of people with DS in the community, work, 
religion and spirituality, and recreation and leisure (see Table 4.2 for definitions). Differences in 
numbers of U.S. and Irish mothers reporting on each influence are listed in Table 4.2. 
Societal views on DS 
 A total of 26 mothers described the influence of societal views of DS on the family 
response to having a child with DS. Four mothers (1 U.S., 3 Irish) reported only positive aspects 
of societal views on DS, 17 mothers (9 U.S., 8 Irish) reported only challenges related to societal 
views on DS, and 5 mothers (2 U.S., 3 Irish) reported both. Three main themes emerged: initial 
fears about others’ response following the child’s birth, support from others’ expressions of 
valuing the child, and emotional impact of others’ expressions of disregard for the child.     
Initial fears about others’ response following the child’s birth was a challenge for 
mothers. At the time of birth some mothers (4 U.S. 4 Irish) feared the impact that negative views 
and discrimination from others in society would have on both themselves and their child. They 
were concerned about the reactions of others to meeting or seeing the baby in the immediate 
future. They were not sure what to expect, and worried how they would react if someone said 
something negative or hurtful. One said mother said,  
“When I brought John home, and it was all the questions I was afraid I was going to be 
asked.  But also I didn’t want anybody staring at him.  I wanted people to see him as a 
baby.  Not as “Oh there is a Down Syndrome child or a child with Down Syndrome.”  I 
didn’t want that.  I wanted people to see him as a baby.” 
 
A few mothers (1 U.S., 2 Irish) avoided going out immediately after the birth because they felt 
that they were not ready to cope with others’ reactions. However, two mothers mentioned that, 
in retrospect, their fears had been worse than reality because no one reacted negatively to the 
baby. 
At the time of birth and diagnosis mothers also worried about the future and expressed 
fear that their child would not be treated the same as people without disabilities later in life. 




Concerns about the child’s future included: others mocking their child, the child being excluded 
from school or social events, and people failing to see their child’s personhood as being distinct 
from the diagnosis of DS. Because of these concerns, a few (2 Irish, 1 U.S.) mentioned feeling 
very protective of their child.  
Mothers felt supported by their community and the larger society when they perceived 
that their child was valued by society and had a place in society. They appreciated when people 
they met in public congratulated them on the birth of their child or complemented their child. 
One Irish mother recalled the positive reactions of others in her local community shortly after her 
child’s birth, 
“And I met a lady and she said ‘You had the baby! Can I see her? Oh, she is gorgeous. 
She is absolutely gorgeous. And is your baby is well?’ I said, ‘Yeah, she is grand. But,’ I 
said ‘she has Down Syndrome. She said, ‘Oh yeah, I saw that. But she is gorgeous.’ ... 
And most people were like that. And even total stranger you would meet would be, ‘oh 
she is beautiful, she is lovely, she will be full of smiles.’ Very little negativity, I would have 
to say. Very, very little.” 
 
Mothers also felt supported when others greeted and interacted with their child, as opposed to 
avoiding them. Additionally, four mothers (2 U.S. 2 Irish) mentioned feeling that societal views of 
DS had improved over time for children with disabilities in their country. Evidence of this shift 
noted by mothers included: children with DS being integrated into society as opposed to being 
institutionalized, an increase in therapies and services for children with DS, and increased 
visibility of DS though inclusion in popular culture and media (e.g. being included in advertising 
campaigns and television shows).  
Mothers in both countries reported having experiences that caused them to perceive that 
at least some people within their society have a negative perception of DS. They felt that some 
people saw DS as a tragedy or something to be pitied, both views that mothers did not share. 
Several mothers (4 U.S., 4 Irish) described a memorable, upsetting experience related to others 
having a negative view of DS. Some of the experiences described by mothers were ones that 
made them suspicious of discrimination; for instance someone walking away abruptly upon 




seeing their baby. Other experiences were more explicitly discriminatory, such as their child 
being the only one in class not invited to a birthday party.  Mothers also found it difficult when 
others’ made comments about DS that were stereotypical. One said, 
“People used to say to me and it would drive me nuts, ‘oh they are all so lovely.’  Who is 
this ‘they’? My child is an individual. ‘They are all so lovely’ and ‘they are all so great’, 
and that kind of thing, the ‘they’, lumping everyone with Down Syndrome in together. 
Like everyone has the same personality. If he is a lovely child, well, we would like to take 
some credit for it! Maybe if he is lovely it is because he is being raised well.” 
 
It was described as frustrating when people grouped everyone with DS into one category or 
made assumptions about people with DS because they wanted others to see their child as a 
unique person and not defined by the diagnosis of DS.  
A few mothers (3 U.S., 2 Irish) described extremely troubling experiences in which 
someone insinuated or outright stated that their child with DS should not have been born. A U.S. 
mother said, 
“I have had people that even just public acquaintances, and they are like, ‘did you know 
before?’ And I know what that means.  Like ‘Why didn’t you abort him?’ And I said, and 
one time I got a little smart allecky.  But I was like, I kind of wish I did know before 
because then I could have more joy knowing that I am having a child with Down 
syndrome.” 
 
One mother described it as “horrible” to feel that her child was not wanted by others in society. 
These experiences were very painful for mothers, and they felt it was reflective of people not 
understanding DS and not valuing the potential and unique capabilities that people with DS 
have. 
Written materials and internet websites 
Twenty-three mothers described the influence of written materials and internet websites 
on the family’s response to having a child with DS. Twelve mothers (5 U.S., 7 Irish) reported 
positive or helpful aspects of written materials and internet websites, 7 mothers (5 U.S., 2 Irish) 
described negative or unhelpful aspects of written materials and internet websites, and 4 
mothers (2 U.S., 2 Irish) described both. Three themes were present. Written materials were 
helpful for providing mothers with information and a positive picture of their child’s future at the 




time of birth and diagnosis. For some mothers, written materials were unhelpful initially because 
mothers felt overwhelmed. The internet was a helpful resource that mothers used it with caution 
due to the presence of false or negative information about DS online.   
At the time of birth and diagnosis written materials (e.g. books and pamphlets) were an 
important influence; only two mothers (1 U.S., 1 Irish) spoke of written materials being important 
later in the child’s life. Mothers received written materials from varied sources soon after the 
child was born, including healthcare professionals, other parents, and local DS support groups 
at the time of birth and diagnosis. Written materials were helpful for providing information about 
DS, and for helping the mothers adjust emotionally to the diagnosis. One mother said that 
reading other families’ stories helped her the more than anything else at the time of birth. 
Another mother said, 
“And a social worker came down and gave me a little book, a pamphlet called ‘What Do I 
Do Now?’ And that was brilliant... It was super. There were like little interviews of parents 
that had been through the same thing, so you were getting it from other people. You 
were in the same boat. And at the very back it had who to contact in your area. It was a 
Down Syndrome Association.” 
 
Characteristics of written materials that mothers appreciated were up-to-date information and 
modern pictures of children with DS engaging in and enjoying normal life activities. The two 
mothers who spoke of written materials being important later in the child’s life sought out written 
materials to address a specific challenge such as sexuality in the young adult years. 
Mothers also spoke of unhelpful aspects of written materials provided to them at the time 
of birth and diagnosis. Some (3 U.S.) were disappointed that the materials were focused solely 
on medical aspects of DS because they most wanted to read family life with DS. Mothers 
wanted to read stories from other families that would help them form a positive picture of their 
child and family’s future. Some mothers (3 U.S., 1 Irish) felt overwhelmed by the nature and 
volume of the information presented to them in the written materials they received. One Irish 
mother said, 




“The social worker gave us a lovely booklet. I couldn’t look at it for a while... It was so 
overwhelming at the beginning. I would just say deal with what you have to deal with 
now. Deal with getting him feeding and all of us getting our heads around it and getting 
on with the day-to-day stuff.” 
 
A few (2 U.S., 1 Irish) described feeling frightened or saddened by what they read about DS 
initially. One mother said, 
"They brought me the Down Syndrome Association book, so I was reading through it 
and at about midnight I had a breakdown and started bawling.  And I was triggered by 
the stupidest thing. I read that most boys with DS can’t have babies.  And I don’t know 
why it struck me so hard, but it did." 
 
The mothers who were overwhelmed, scared or saddened by what they read wanted to take 
time to recover from the birth and adjust to the diagnosis before reading more. 
 Mothers used internet websites as a source of information initially at the time of birth and 
diagnosis and on an ongoing basis. They found it helpful for learning about available medical 
care and educational programs in their area and finding solutions to specific challenges they 
were experiencing. However, using the internet became problematic for mothers who found 
information that was inaccurate, upsetting, or both. One mother described only using trusted 
sources of information online because she understood that the information online could be 
harmful if it was incorrect or negative. Although the internet was a convenient source of 
information for mothers, they used it with caution because reading incorrect or negative 
information about DS was unhelpful. 
Presence of people with DS in the community 
Twenty-two mothers described of the influence of the presence (or lack of presence) of 
people with DS in the community on the family response to having a child with DS. Eight 
mothers (3 U.S., 5 Irish) reported positive or helpful aspects, 10 mothers (3 U.S., 7 Irish) 
described negative or unhelpful aspects, and 4 mothers (3 U.S., 1 Irish) described both. 
Themes that emerged included: mothers found the presence of other people with DS in their 
community to be helpful both initially at the time of birth and diagnosis and on an ongoing basis 
throughout their child’s life. Mothers who had limited or no exposure to individuals with DS prior 




to the diagnosis and birth of their own child with DS felt that this made their adjustment to the 
diagnosis more difficult initially. 
At the time of birth and diagnosis, mothers who had previously known someone with DS 
felt that this experience positively impacted their adjustment to the birth and diagnosis of their 
own child with DS. One said, 
“I remember in high school we had this guy who was on my swim team and the whole 
place would go crazy when he was in a race.  He would be the last one, but everybody 
would be on their feet and cheering for him. And it was wonderful.  He wasn’t normal and 
he didn’t fit in like everybody else, but he was like a superstar in my high school.” 
 
Knowing someone with DS gave mothers a positive vision for their child’s future, which brought 
comfort to mothers as they were adjusting their visions of their child’s future. 
Mothers felt that presence of people with DS in the community led to an increase in 
others’ understanding of DS. One Irish mother said of people in her community, 
“They are not afraid for sure, and they know a lot because there are a lot, a lot of people 
with Down syndrome here.” 
 
Living in a community where people understood and were comfortable with DS was important 
because mothers wanted their child to be included and accepted in the community, and to have 
positive interactions with the people they met. At the time of birth and diagnosis, mothers felt 
that people who knew someone with DS were comfortable talking with them and quick to offer 
support. Mothers also felt that the presence of others with DS in the community led to increased 
opportunities for their child. For instance, one mother noticed places where she saw adults with 
DS working, and envisioned her son possibly following in their footsteps to work there as well. 
Living close to others with DS also meant more social opportunities for them and their child to 
make connections with other families of children with DS. 
  Mothers who had limited or no exposure to individuals with DS prior to the diagnosis and 
birth of their own child with DS felt that this made their adjustment to the diagnosis more difficult 
initially. One mother who had limited exposure to DS described her thought process upon 
learning her child had DS, 




“That absolute total shock to trying to understand Down syndrome; what is Down 
syndrome? Do I know anything about it? Have I met anybody with Down syndrome?” 
 
Several mothers (5 Irish) who had limited prior exposure to people DS felt that they had held 
incorrect or stereotypical conceptions of what DS. One mother who had never met a person with 
DS contrasted her husband’s response to her son’s birth to her own; 
“The pediatrician put him into (my husband’s) arms and the first thing he said, ‘Well at 
least we will get an Olympic medal out of him.’ And I remember looking at him going, 
‘How can you be so positive?’… We were very different. He had grown up and had been 
involved with a guy with Down syndrome… the guy was mixed in his community. I have 
never been exposed to children with a disability. And I remember those first nights in the 
hospital of him telling me all about this guy who has since gone on to win an Olympic 
Medal, how fantastic he was… I had no concept. I thought I was bringing home a 
vegetable. I had no concept of what it meant to have Down syndrome.” 
 
She felt her husband’s positive response to the diagnosis was due to his having known 
someone with DS, and that in the absence of any experience of her own her mind automatically 
created a scary and inaccurate picture of DS. Mothers who had negative perceptions of DS 
based on incorrect information or stereotypes at the time of diagnosis and birth felt that those 
pictures caused emotional distress and hindered their adjustment. 
Work  
Twenty-two mothers described of the influence of work on the family response to having 
a child with DS. Eight mothers (6 U.S., 2 Irish) reported positive or helpful aspects of work, 5 
mothers (2 U.S., 3 Irish) described negative or challenging aspects of work, and 9 mothers (6 
U.S., 3 Irish) described both. Work refers to the work done by parents either inside the home 
(stay at home mothers or fathers) or outside of the home (employment). Two themes emerged: 
helpful and unhelpful factors related to mothers’ work, and helpful and unhelpful factors related 
to fathers’ work. 
Mothers were the primary person who coordinated the healthcare and special therapies 
for the child with DS. Mothers either worked in the home full-time (stay at home mothers) or 
continued to work outside the home but built time in their schedule to coordinate the child’s 
special care needs. Job characteristics that facilitated mothers’ abilities to care for the child 




included options for flexible scheduling, low stress responsibilities, maternity leave, and a 
supportive supervisor. Mothers who had supportive work environments developed a new routine 
to balance their work and the special needs of their child. One mother said, 
“(My life is) actually quite normal, which is good. I work Monday to Wednesdays, and my 
parents watch him for me. It’s just packing up the bag and dropping him off, and which 
one of us will pick him up and what will we do for dinner. It’s kind of normal stuff.” 
 
Mothers who juggled work and care responsibilities also reported challenges. One 
mother said that although her job was flexible and allowed her to leave to go to appointments, 
she had to do all of her work in less time in order to make that possible. Two Irish working 
mothers expressed regret that they did not have more time to help their child’s efforts towards 
achieving the goals set for their child in therapies. Finally, finding childcare that that could 
accommodate the child’s special needs was difficult for some working mothers. One mother 
said,  
"When I think of the childcare, it was hard.  I worked my schedule around her because it 
was hard finding a place that would take a child with a disability.”  
 
Mothers also mentioned the father’s role in the care of the child in relation to his work 
responsibilities. Three U.S. mothers and 1 Irish mother mentioned that although the child’s 
father worked full time outside the home, he was still able to be involved in the child’s care. One 
mother felt that as long as her husband had enough time to talk about care decisions with her in 
the evening, his work outside the home was not a barrier to family management.  Furthermore, 
mothers reported it was especially helpful when fathers’ jobs were flexible. One mother recalled, 
“I said to him, look, you don’t have to take the day off work; I will go visit the schools. 
And he said, ‘Oh no, I am taking the day off work. I want to hear what the school says. I 
want to be as involved.’ I was actually glad because you need the other person.” 
 
Two U.S. mothers mentioned that the child’s father was absent from family life due to work 
outside the home and therefore the responsibility of making care decisions fell completely on 
them. One said, 
“He tells me he does care and he is busy.  So, I think that he cares. It was a bit 
overwhelming at first, though, in the beginning.  Everything fell on me. I was not only 




concerned for (child's) health, but I was angry too, because I felt like without me doing 
these things, it won’t happen. I wanted to be involved but it was just so overwhelming. I 
mentioned this to (my husband) but I don’t think he has the time or interest to get 
involved.”  
 
Both the mother and the father’s work demands impacted how the family balanced the care 
demands for the child. 
Religion and spirituality 
Nineteen mothers described the influence of religion and spirituality on the family 
response to having a child with DS. Fifteen mothers (9 U.S., 6 Irish) described only positive 
aspects or benefits of religion and spirituality, none of the mothers described only negative or 
challenging aspects of religion and spirituality, and four mothers (1 U.S., 3 Irish) described both 
benefits and challenges. Two themes emerged: the benefits and challenges related to religious 
doctrine, and the benefits related to religious rituals. All mothers in the sample who identified 
with a religion identified with a Christian denomination, and thus results reflect the influence of 
Christian doctrine and rituals on the family response to DS.   
Mothers described how Christian doctrine influenced both their view of DS and their view 
of their child. The doctrine of creation was described as being central to their understanding of 
the cause and meaning of their child being born with DS. They believed that God created their 
child, and thus the fact that the child was born with DS was not an accident. One said of her 
daughter, “God chose her to have Down syndrome”, another said of her son, “He is not a 
mistake”, a third said, “I believe God makes babies and he knew what he was doing”, and fourth 
said “It was an act of God.” Mothers also described their view of the child as being influenced by 
the Christian doctrine of ‘imago dei’, the belief that human beings are not only created by God 
but also created in the likeness and image of God. In light of this belief, mothers viewed their 
child as having inherent worth, and possessing qualities that were unique reflections of God’s 
creation in humankind. One mother described her son as being “closely created in the image of 
God” and went on to say of him,  




“He doesn’t have all the baggage of the world that we carry around, that jades our 
perspective.  He is just happy.” 
 
Another mother described how she came to see her son’s differences as a blessing, 
 “And I will never forget this. When I was driving him to his first pediatrician appointment 
(I saw)… a slew of red calla lilies on the median. Probably about 700 of them.  And in 
the middle out there was one yellow one.  And I thought, and that picture to me was just 
so appropriate.  That’s like James; in the middle of the red, there is one yellow that came 
up.  And it just confirmed to me this is not a mistake.  Mankind wasn’t designed just all of 
us the same.  God makes different flowers and I have the privilege of experiencing it.” 
 
However, despite their Christian beliefs about creation and the nature of humanity some 
mothers still experienced grief or fear at the time of diagnosis and birth. All mothers who 
mentioned the influence of their religious beliefs on their adjustment to the diagnosis described 
a period of difficulty before their beliefs changed their view of the situation. One mother recalled 
how her husband helped her view her daughter through the lens of their shared beliefs, 
“When Joseph and I were dating, we traveled to Thailand together.  And we went to a 
pearl shop together, I had always dreamed of having a strand of nice pearls.  And it was 
funny because we couldn’t afford super great pearls.  But there were some beautiful 
almost a lavender colored pearl string, and Joseph was inspecting every single pearl.  I 
tease him because he was so worried that it wasn’t the best pearl strand in there and it 
wasn’t absolutely perfect.  But for me it was this immense amount of joy because it was 
something I had always dreamed of getting, and here he was buying it for me.  And so 
when Cate was born later on, I was most upset… because I knew that that might be our 
only child and I felt that I hadn’t given him the perfect child.  And it took a little while 
before I could talk to him about it.  I am going to get teary-eyed telling this.  But he said 
that I had. (pause while Mom cried) The pearls have come to symbolize something 
beautiful that God made.” 
 
The amount of time before that shift took place varied for mothers, but once it happened they 
felt comforted that God had a good purpose in his design of their child.  
 Four mothers (1 U.S., 3 Irish) described a difficult period when they became angry at 
God due to their child having DS.  Two mothers mentioned being angry because they felt they 
did not have the qualities or capabilities needed to be a good mother to a child with DS. 
However, the feeling of anger at God was temporary for all four mothers. One mother recalled 
how her initial anger at God over the diagnosis changed to thankfulness over time, 
“I got angry because I said, ‘God, why did you do this to me? You know well how much I 
wanted a child. And then you present me with this child with Down syndrome.’ Which I 




now look at her and I wouldn’t change it at all. I wouldn’t! Because she is the most 
precious thing in my life… There is just something really special about people with Down 
syndrome… I just say ‘Thank you, God, you knew what you were doing. Thank you. I’m 
sorry I got so cross.’” 
 
When mothers’ view of the situation changed, their anger at God faded.  
 Mothers also spoke of the positive influence of religious rituals, including baptisms and 
blessings for the child, worship services, and prayer. The communal nature of religious rituals 
such as baptisms and worship services was described as being helpful. Baptisms and blessings 
provided an opportunity for family and friends to gather and show their support for the child and 
family. Worship services provided an opportunity for the child with DS to interact with the faith 
community, and two Irish mothers mentioned that their child enjoyed attending and participating 
in Catholic Mass. Prayer, both communal and private, was described as an important conduit 
through which mothers sought help or blessing from God for themself and their child.  
Recreation and leisure  
 Seventeen mothers described of the influence of recreation and leisure on the family 
response to having a child with DS. Thirteen mothers (7 U.S., 6 Irish) reported positive aspects 
or benefits of recreation and leisure, 2 mothers (2 Irish) described negative or challenging 
aspects of recreation and leisure, and 2 mothers (1 U.S., 1 Irish) described both benefits and 
challenges. Two themes were present: benefits of recreational activities for the child with DS 
and external support related to accommodating the needs of the child with DS in family 
activities. 
Mothers desired for their child with DS to participate in recreational and leisure activities. 
Many mothers (5 U.S., 4 Irish) reported that their child was involved in the activities, including a 
variety of activities such as sports (e.g. extra-curricular sports, Special Olympics), music 
classes, drama, art, and outdoor recreation. Several mothers (3 U.S., 1 Irish) described their 
child as participating in many different activities and having a full and involved life. Mothers 
valued their child being involved in recreational activities because it gave them the opportunity 




to socialize with peers, learn new skills, gain independence, express themselves as individuals, 
and have fun. No mother mentioned that their child was excluded from desired activities, or 
lacked opportunities for recreation and leisure. 
Mothers also spoke of helpful and unhelpful factors related to accommodating the needs 
of the child with DS when doing whole-family activities. Several mothers (2 U.S., 2 Irish) 
mentioned that their families were able to do everything wanted to as a family, although at times 
they needed to make modifications to activities to accommodate the child with DS. For instance, 
one mother deliberately chose vacation destinations that focused on accommodating children 
with special needs. Other mothers  (1 U.S., 3 Irish) felt that it was difficult to find activities that 
accommodated the entire family. One said, 
“We never did anything together.... I felt we were always divided. I think as all the three 
of them have gotten older, I think we have just learned that you can’t leave him at home; 
he has to come with us. He loves going to the kids’ matches. You still have to watch him; 
you couldn’t let him out of your sight for a second. So there is always that.” 
 
Mothers desired for the family to be able to do activities together, and yet certain challenges 
related to DS (e.g. safety, behavioral challenges) made that difficult.  
Discussion 
 
Six contextual influences on the family response to DS were identified: societal views on 
DS, written materials and internet websites, presence of people with DS in the community, work, 
religion and spirituality, and recreation and leisure. Mothers from both countries endorsed each 
of the six additional influences. An expansion of the FMSF to include these additional contextual 
influences may be warranted if additional studies on families of children with other chronic 
conditions have similar findings.  
Mothers felt supported when they perceived that others in society valued their child and 
felt that their child was valued when others congratulated them on the birth of their child, 
complemented their child, or greeted and interacted with their child. At the time of birth, mothers 
feared how others in society would react to and treat their child. They also described hurtful and 




disappointing experiences that led them to feel that there were some within their society that did 
not value the child.  Other research suggests that parents of children with DS are impacted by 
the way in which DS is viewed in society, and that families are impacted negatively by perceived 
stigma (Kaye et al., 2005; Nelson Goff et al., 2016; Persons, 2017; Pillay et al., 2012; Sheets et 
al., 2012). Interventions are needed that help parents cope with the negative effects of stigma 
and to emphasize the importance of seeking opportunities for themselves and their child to have 
positive experiences with others in their community. Further, organizations and systems within 
society (e.g. schools, employers, churches, etc.) should provide trainings that raise awareness 
of challenges faced by and concerns of families of children with DS and other disabilities, and 
as well as developing policies that are supportive of families.  
Written materials and internet websites were helpful for providing mothers with 
information and a positive picture of their child’s future at the time of birth and diagnosis. The 
internet was a convenient source of information, however mothers used it with caution because 
they felt that false or negative information about DS could be found online. Other studies have 
found that mothers look to internet websites as a source of information at the time of birth and 
diagnosis (Levis, 2012, Marshall et al. 2015). Therefore, healthcare providers should guide 
parents to websites with up to date and accurate information. Further, the results of this analysis 
indicate that some mothers found written materials unhelpful initially because they felt 
overwhelmed by the volume and nature of the information they read. Similarly, Gibson (2016) 
found that mothers of children with DS experience cyclical phases of information seeking 
following the diagnosis of a child with DS including avoidance, passive acceptance and 
information seeking, and active information seeking. Healthcare professionals and others 
providing written materials to families of children with DS should be aware that some mothers 
find it helpful initially and others do not. Healthcare providers should thus assess mother’s 
interest in reading about DS at the time of birth. Mothers who are interested in reading about the 
biological and medical aspects of DS should be provided that information, and mothers who are 




interested in learning about family life with DS should be provided with written stories from other 
families. Written materials provided should also be up-to-date and accurate.  
Mothers found the presence of other people with DS in their community to be helpful 
both initially at the time of birth and diagnosis and on an ongoing basis throughout their child’s 
life. At the time of birth and diagnosis, mothers who had previously known someone with DS felt 
that this experience positively impacted their adjustment to the birth and diagnosis of their own 
child with DS. Further, mothers felt that presence of people with DS in the community led to an 
increase in others’ understanding of and comfort with DS, and increased opportunities for their 
child in the community. These results indicate that life is made easier for families when there are 
others with DS living in their community. And yet increased termination rates have led to a trend 
of decreasing births of children with DS in many countries in recent years, including the United 
States (de Graaf, Buckley, & Skotko, 2015). There is evidence that families of children with rare 
conditions perceive additional burdens in relation to the “rarity” of those conditions, including 
inadequate provider knowledge of the condition and lack of government-provided supports for 
the child (Currie & Szabo, 2019). This points to the importance of social services and DS 
support organizations connecting parents of children with DS to each other for support and 
advocacy purposes. 
Mothers described themselves as the primary providers of care for the child with DS 
despite many also having work responsibilities outside of the home. For mothers who worked 
outside the home, supportive characteristics of work included a flexible schedule, low stress 
work environment, maternity leave, and supportive supervisors. Mothers also desired husbands’ 
jobs to allow enough free time for them to be involved the child’s care. A study of children with 
special healthcare needs in the United States by McGrath et al. (2011) found that families of 
children with DS were nearly 3 times as likely as families of children with other special 
healthcare needs to report that a family member had to reduce or stop work because of the 
child’s health. These findings indicate that balancing work and care responsibilities is challenge 




for some families of children with DS, and that the changes are often made by mothers. Mothers 
experiencing difficulty balancing work and the care needs of the child with DS may consider 
having open conversations with their managers about the challenges related to juggling work 
and their child’s care needs. Small adjustments made by managers, such as communicating 
their support or allowing mothers more flexibility in their work schedule, could make a big impact 
on mothers’ lives. Mothers who feel that the responsibility of care is falling completely on them 
may benefit from setting aside intentional time to discuss their child’s care with their partner. 
Mothers who held Christian beliefs described Christian doctrine as influencing their view 
of both DS and the child. Despite experiencing a period of emotional distress over the diagnosis 
of DS (which for some included anger at God), mothers described their Christian beliefs as 
being critical to their adjustment because they came to see their child as unique reflections of 
God’s creation in humankind. Further, mothers described benefits related to religious rituals 
including baptisms and blessings for the child, worship services, and prayer. These results 
confirm findings from previous studies indicating that religious beliefs play a critical role in the 
way in which some parents view the birth of their child with DS, and that those views can be a 
protective factor in helping mothers adjust to the diagnosis (Huiracocha et al., 2017; Nelson Goff 
et al., 2013; Pillay et al., 2012b; Sheets et al., 2012). However, trends in America and Europe 
indicate increasing secularization, and many families in both countries who identify with a 
religion are not involved with religious communities in meaningful ways such as through 
attending worship services and praying (Pew Research Center, 2018; Pew Research Center, 
2015). The results of this study suggest that families who do identify with Christianity but are not 
engaged with it in meaningful ways can benefit from a deeper exploration of Christian beliefs 
and increased involvement in a Christian community. Further research is needed to determine 
whether a deeper exploration of other world religions, including Islam, Buddhism, Hinduism, or 
other new-age forms of religion, or a secular understanding of existence may offer similar 
benefits to mothers of children with DS. 




Mothers felt supported when their child was able to be involved with recreational 
activities, and the mothers included in the sample for this analysis did not describe having 
problems finding activities for their child with DS. Mothers also felt supported when 
organizations facilitated whole-family activities by making accommodations for the needs of the 
child with DS. Some mothers found activities that worked for the entire family to participate in, 
while others did not. Support for families should therefore include recommendations for creating 
easy and enjoyable opportunities for whole-family activities. For instance, mothers could be 
provided with lists of local and national organizations that make accommodations for children 
with Special Needs. Families could also be counseled to ask friends or extended family 
members to attend activities with them in order to help with the extra work related to the special 
needs of the child with DS in recreational settings. 
This study, as with any study, has limitations. Firstly, this analysis did not include all of 
the interviews from the primary study and thus the remaining interviews may include data that 
would expand upon the results presented here. Second, participants were not asked about 
social and cultural influences on the family response to DS, and it is possible that they may 
have identified other influences if directly asked. However, the fact that the six additional 
contextual influences were spoken about by numerous mothers from both countries without 
prompting points to the importance of those contextual influences. 
Conclusion 
The results of this study indicate that societal views on DS, written materials and internet 
websites, the presence of people with DS in the community, work, religion and spirituality, and 
recreation and leisure are aspects of the external environment of the family that impact the 
family response to the challenges related to DS. These results suggest that a revision to the 
FMSF to include these additional contextual influences may improve the framework. Further, the 
results of this study also provide a basis for creating interventions that help families mitigate 




challenges related to their social and cultural context and maximize their use of helpful and 






































































































1 3  prenatal no Christian 
US 
1 3  prenatal no Catholic 
Irish 




2 1 postnatal yes Catholic 
Irish 




3 4  postnatal no Christian 
Irish 




4 19  postnatal no Catholic 
Irish 
5 4  prenatal no None 
US 
5 3  prenatal no Catholic 
Irish 




6 12  postnatal yes Protestant 
Irish 
7 5  postnatal no Catholic  
US 
7 5  postnatal no Protestant 
Irish 
8 12  postnatal no NR 
US 
8 12 postnatal no None 
Irish 
9 3  postnatal no NR 
US 
9 2  postnatal no Catholic 
Irish 
10 5  postnatal no NR 
US 
10 5 postnatal yes Protestant 
Irish 
11  9  postnatal no NR 
US 
11 8 prenatal no Catholic 
Irish 
12 12  postnatal no NR 
US 
12 10  postnatal no NR 
Irish 




13 8 prenatal yes Protestant 
Irish 




14 6 postnatal no Protestant 
Irish 




15 10 postnatal yes Protestant 
Irish 




16 21 postnatal yes Christian 
Irish 




17 1 postnatal no None 
Irish 
18 8  postnatal no None 
US 
18 5 postnatal no None 









Table 4.2 Inductively derived contextual influences and definitions 
Contextual 
influence 
Definition # Reporting 
U.S./Irish 
(total #) 
Societal views on DS comments indicating the mother’s perception 
of the influence of societal views on DS on the 
family response to having a child with DS; 
includes comments regarding perceived 
stigma, other’s positive responses to their 
child 
13 U.S., 12 Irish 
(26 total) 
Written materials and 
internet websites 
comments indicating the mother’s perception 
of informational sources and written materials 
on the family response to having a child with 
DS; includes comments regarding 
informational books about DS, fiction, 
biographies/autobiographies, poems, internet 
websites 
12 U.S./ 11 Irish 
(23 total) 
Presence of people 
with Down syndrome 
in the community 
comments indicating the mother’s perception 
of the impact of coming into contact (or lack of 
contact) with individuals with DS in the local 
community on the family response to the 
challenges associated with DS; includes 
observing individuals with DS in the 
community, interacting with individuals with 
DS in the community,  past experiences 
meeting or knowing someone with DS 
personally, meeting families of children with 
DS in the community 
9 U.S./13 Irish 
(22 total) 
Work comments indicating the mother’s perception 
of the influence of work on the family 
response to having a child with DS; includes 
comments regarding either parent’s work or 
career 
14 U.S./ 8 Irish 
(22 total) 
Religion/spirituality comments indicating the mother’s perception 
of the influence of religion and/or spirituality 
on the family response to having a child with 
DS; includes comments regarding parental 
beliefs and values, religious/spiritual 
communities, religious/spiritual practices 




comments indicating the mother’s perception 
of the influence of family recreational or 
leisure activities on the family response to 
having a child with DS; includes activities that 
the child with DS is involved in, activities that 
individual family members are involved in, and 
activities that the family as a whole is involved 
in SUCH AS hobbies, sports, extra-curricular 
activities, Special Olympics, programs for 
children with disabilities (ex. adaptive 
aquatics), vacations 
8 U.S./9 Irish 
(17 total) 
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CHAPTER 5: DISCUSSION 
 
This dissertation provides a thorough examination of contextual influences (i.e. factors 
related to the social and cultural context of the family) on the family response to having a child 
with DS. Chapter 2 presented the results of a scoping review of existing literature on contextual 
influences on family management of DS. Chapters 3 and 4 reported the results of a cross-
cultural qualitative analysis of both theory-based and inductively derived contextual influences 
on family management of DS. The results presented in this dissertation can be used for the 
development of interventions that help families successfully navigate the challenges related to 
DS within their social and cultural context. Finally, these results have implications for expanding 
the Family Management Style Framework (FMSF). 
The results of the systematic scoping review of the literature on contextual influences on 
the family response to DS showed that although contextual influences have been examined in 
fifty studies conducted in 17 countries over the last decade, there have been relatively few 
studies focused entirely on exploring contextual influences (n=4). There was no study in which 
the purpose was to comprehensively examine contextual influences on the family response to 
DS. The studies included in the review were 25 quantitative studies, 6 mixed-methods studies, 
and 19 qualitative studies. All but one study used a cross sectional design, indicating the need 
for future longitudinal studies to examine how contextual influences impact the family differently 
across the lifespan of the individual with DS. There was great variability in terms of the 
contextual influences that were examined as well as the measures used, making it difficult to 
compare results across studies. Most of the studies included families of individuals with DS that 
were a broad range of ages, and relatively few focused on specific developmental time periods 
or specifically addressed the variable influence of contextual factors over time. Therefore, few 




studies provide evidence as to how the importance of contextual influences may vary over time. 
The contextual influences included in the FMSF (healthcare professionals and systems, 
education professionals and systems, social network, and resources) were present in the 
included studies, and four additional contextual influences were also present in the studies 
(community supports, religion and spirituality, work, and family recreation and leisure) (Knafl, 
Deatrick, & Havill, 2012). Contextual influences have been investigated in a many studies, and 
yet the lack of studies focused specifically on comprehensively examining contextual influences 
demonstrated the need for the analysis presented in Chapters 3 and 4. 
 Chapters 3 and 4 present the findings from a qualitative, cross-cultural analysis of 
mothers’ descriptions of contextual influences on the family response to DS. Secondary analysis 
methods were used due to the availability of a suitable data set. The primary study from which 
the data were drawn was focused broadly on family adaptation in families of children with DS, 
and the semi-structured interview guide contained questions that addressed parents’ 
experiences of parenting and family life with a child with DS. Participants included in this 
analysis were 36 mothers from the United States and Ireland, representing two distinct social 
and cultural environments. All of the contextual influences from the FMSF were described by 
mothers from both countries as influences on the family response to DS (healthcare 
professionals and systems, education professionals and systems, social network, and 
resources), and six additional contextual influences were also identified by mothers from both 
countries (societal views on DS, written materials and internet websites, presence of people 
with DS in the community, work, religion and spirituality, and recreation and leisure). The main 
differences found between U.S. and Irish mothers were the lack of access to state-provided 
healthcare and educational services described by Irish mothers, and the resulting financial 
strain caused by having to pay for expensive private care and services. Chapters 3 and 4 
provided detailed descriptions of the nature of these contextual influences as described by 
mothers, which were summarized in Table 5.1. These results can be used to create new 




interventions or enhance existing interventions that support families of children with DS by 
helping them learn to optimize use of available supports related to contextual influences and 
mitigate the challenges related to contextual influences.  
The findings of this study indicate that parents face distinct challenges that change as 
the child with DS ages. As previously noted, one finding of the scoping review presented in 
Chapter 2 was that there are few studies that address the changing nature of contextual 
influences over time. The questions on the interview guide for the primary study asked mothers 
to recall specific time periods and describe what was helpful or challenging (initially, in the first 
year, between the first year and current time, at the current time). Therefore, the results of the 
data-based analysis presented in Chapters 3 and 4 can be separated into two distinct time 
periods (initially at the time of birth and diagnosis vs. ongoing basis) for several of the contextual 
influences (provided in Table 5.1). This distinction is helpful for creating tailored interventions 
that address the issues most relevant for families based on the age of the child with DS. Future 
longitudinal studies on families of children with DS are needed to investigate the changing 
nature of contextual influences on family management over time.  
 Finally, the results presented in Chapters 2-4 have implications for further revisions of 
the Family Management Framework. In total, seven additional influences (1 from the scoping 
review and 6 from the data-based analysis) were identified. Future studies are needed to 
determine if the six contextual influences identified here are relevant to families of children with 
other chronic conditions. A systematic review of the literature or a qualitative study of families of 
children with different chronic conditions with different characteristics (e.g. conditions that do not 
have an intellectual disability, or life-limiting conditions) would provide the evidence necessary 
to determine if a revision is warranted.  
The data-based analysis presented in this dissertation provides a detailed description of 
how different elements of the social and cultural environment impacts families of children with 
DS. Ultimately, it is the values and views about DS held both by individuals in direct contact with 




the family (family and friends, healthcare providers, educational professionals, etc.) and by a 
society in general (reflected by the treatment of the child in public, and the established policies 
regarding healthcare and education for children with DS in a society) that drive whether families 
feel supported by their external environment. Families of children with DS are supported when 
they live in societies where individuals with DS are valued and included, and where their care is 































Time surrounding birth and 
diagnosis: 
Others in social network 
expressing acceptance and love 
for the child, acceptance of the 
mother’s own feelings, and 
reassurance that the future 
would be good for the child and 
the family 
 
Meeting one very memorable 
mother of a slightly older child 
with DS  
 
Ongoing basis: 
Others in social network 
providing support in the form of 
care of the child with DS, 
childcare for siblings of child 
with DS allowing the mother to 
focus on care needs of child 
with DS, helping with home 
tasks including cooking and 
cleaning, and providing 
emotional support 
 
Forming new friendships with 
other mothers of children with 
DS who provide emotional 
support and sharing information 
 
Time surrounding birth and 
diagnosis: 
Others in social network 
denying the diagnosis, 
express pity, blaming the 
mother for the child having 
DS, downplaying the 
significance of the diagnosis, 
seeming not to know what to 
say, using common 
platitudes, saying that the 
mother is in denial 
 
Ongoing basis: 
Others in social network 
seeming not to love the child 
with DS like other children or 




strained due to friends not 
providing support or 
understanding challenges 








Time surrounding birth and 
diagnosis: 
Providers demonstrating caring, 
providing information in 
manageable chunks at a time 
when mothers are ready to 
receive it, and recognizing the 




Ongoing basis: Providers 
being encouraging and positive, 
providing information and 
referrals, are knowledgeable 
about DS or willing to learn 
about DS, and listening to 
Time surrounding birth and 
diagnosis: 
Providers having negative 
reactions in the delivery room, 
painting a negative picture of 
DS, making assumptions 
about the child’s future, failing 
to provide sufficient 
information about DS, and 
failing to address the mother’s 
emotional needs 
 
Ongoing basis: Providers 
not being knowledgeable 
about DS, seeming to hold a 
stigmatizing view of DS, and 
not listening or responding to 









Time surrounding birth and 
diagnosis AND ongoing 
basis: 
Early Intervention services 
being accessible and well-
organized, and therapists taking 




Having support for parents’ 
choice of school or educational 
program, and having a positive 
experience with teachers 
(including teachers being 
perceived as caring for the child 
with DS and having high 
expectations for the child) 
Time surrounding birth and 
diagnosis AND ongoing 
basis: 
Early Intervention services 
being difficult to access, 
therapies being too time-




Not having support for 
choosing the child’s school 
program, teachers having low 
expectations of the child’s 
abilities, and teachers being 
unprepared to address 
challenges related to DS 
Resources 
(FMSF) 
Time surrounding birth and 
diagnosis AND ongoing 
basis: 
Having adequate resources 
(consistent state-provided 
educational services and 
adequate medical coverage) 
Time surrounding birth and 
diagnosis AND ongoing 
basis: 
Having inadequate resources 
(paying for medical and 
educational services was a 
challenge) 
Societal views on DS 
(inductively derived) 
Time surrounding birth and 
diagnosis:  
Others in public congratulating 
parents on the child’s birth and 
complimenting the child  
 
Ongoing basis: Perceiving that 
their child is valued by society 
and included in society 
Time surrounding birth and 
diagnosis:  
Fearing the response of 




Perceiving that others in 
society view DS as a tragedy 
or something to be pitied 
Written materials and 
internet websites 
(inductively derived) 
Time surrounding birth and 
diagnosis: 
Receiving written materials that 
provide accurate and up-to-date 
information and a positive 
picture of their child’s future at 
the time of birth and diagnosis 
 
Ongoing basis: 
Availability of accurate and up 
to date information (from written 
materials or internet websites) 
to address specific challenges 
faced 
Time surrounding birth and 
diagnosis AND ongoing 
basis:  
Receiving information that is 
inaccurate, outdated, or solely 
focused on medical aspects 
of DS 
 
Finding information online that 








Presence of people 
with Down syndrome 
in the community 
(inductively derived) 
Time surrounding birth and 
diagnosis: 
Having previously known 
someone with DS 
 
Ongoing basis: 
Presence of others with DS in 
community 
Time surrounding birth and 
diagnosis: 
Not having ever known 
someone with DS or not 
knowing about DS  
 
Ongoing basis: 




Time surrounding birth and 
diagnosis AND ongoing 
basis: 
Having a job with flexible 
scheduling, low stress 
responsibilities, maternity leave, 
and a supportive supervisor 
Time surrounding birth and 
diagnosis AND ongoing 
basis: 
Not having a job that 
facilitates finding a balance 




Time surrounding birth and 
diagnosis: 
Religious beliefs of mother 
affirm the dignity and value of 
the child with DS 
 
Time surrounding birth and 
diagnosis AND ongoing 
basis: 
Involvement in communal and 
individual religious rituals, 
including baptisms and 
blessings for the child, worship 
services, and prayer 
Time surrounding birth and 
diagnosis: 
Religious beliefs of mother 
lead to temporary anger at 






Time surrounding birth and 
diagnosis AND ongoing 
basis: 
Availability of recreational and 
leisure activities for child with 
DS 
 
Accommodations being made 
by organizations that enable 
child with DS to be involved in 
whole family activities  
 
Time surrounding birth and 

















APPENDIX: PRIMARY STUDY INTERVIEW GUIDE 
 
Bolded questions most often elicited information about contextual influences. 
 
1. Tell me about how you first become aware that your child has Down syndrome. 
a. Who first talked with you about the diagnosis? 
b. Who was with you when you were informed of your child’s diagnosis? 
c. What was it like for you and other family members to hear the diagnosis? 
d. Who do you think had the most difficult time? 
e. Is there anything you would have liked to have had done differently? 
f. Additional questions to ask if they first learned their child might have DS during 
the prenatal period: 
i. What kind of prenatal screening or testing did you have, if any? 
ii. What kind of decisions, if any, did you have to make? 
iii. Tell me about the hardest decisions you had to make? 
iv. How did you come to make these decisions?  
v. What advice did you receive from health care providers?  
vi. What kind of help and support did you find the most helpful initially? 
vii. Did anyone push you make different decisions? If so, how did you 
respond to this? 
2. Tell me about what it was like for you and your family the first year after your child 
with Down syndrome was born. 
a. What kinds of things were most helpful to you initially?  
b. If there were things that made it more difficult, what were they?  
3. Tell me about what it was like for you and your family in the years between the 
initial year and now.  
a. What kinds of things were most helpful to you initially? 
b. If there were things that made it more difficult, what were they? 
c. Additional questions to ask if they have had subsequent children since the birth 
of the child with DS:  
i. Did you undergo prenatal screening or testing with your subsequent 
children? 
ii. Tell me about your prenatal screening/testing experience. 
iii. What kind of prenatal screening/testing did you undergo? 
iv. Tell me about the kind of decisions you needed to make. 
v. Have you heard about the newest type of testing – noninvasive diagnostic 
testing? What do you think about this type of testing? Do you have 
concerns about this type of testing? 
d. Additional questions if they plan to have more children:  
i. Do you plan to undergo prenatal screening or testing? 
ii. What kind of screening or testing do you plan to undergo? 
iii. Have you heard about the newest type of testing? 
4. How do you think you and your family are doing now? 
a. What are the major challenges you are currently facing? 
b. What kinds of things help you deal with these challenges? 
c. What kinds of things make it difficult for you to deal with these challenges 
or get in your way? 
d. Are you and your family currently dealing with other stressors and strains that are 
unrelated? For example, do other family members have health problems? Are 
your jobs stable? 




e. How does meeting the needs of your child with DS and dealing with his or 
her ongoing challenges fit into family life? 
f. How has having a child with DS changed your life and that of other family 
members? 
g. How would you describe the impact of your child’s condition on day-to-day 
family life? 
h. What about the future, what impact do you think having a family member 
with DS will have on you and your family? 
5. If you had to write a book about your family’s experience of raising a child with DS, what 
would the title of that book be? 
a. What would the title of the chapters be? 
b. What would the main message of your book be? 
6. What advice do you have for health care providers who care for children with DS 
and their families? 
 
 
 
 
